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General Abstract

Objective: In April 2006, the Scottish Liver Transplant U8LTU) became the
first NHS transplant unit in the UK to offer thetmm of Living Donor Liver
Transplantation (LDLT). This represented a unigppastunity to evaluate the
functional and psychosocial impact of LDLT upon Il@adonors and their
recipients. Subsequent aims were to investigatelibbenge of introducing LDLT
in Scotland and to establish the perceived deteyigmd attractions of the procedure.
An additional aim was to evaluate the impact ofihgvDonor Kidney
Transplantation (LDKT) upon donors and recipients.

Design A series of cross sectional and longitudinal ssigvere designed for the
purpose of this thesis (3 quantitative, 2 qualigtand 1 mixed methods).
Method: Self report questionnaires were used in eachefjuantitative studies,
with the addition of neuropsychological computedizests in two studies. Semi-
structured interviews were employed in the qualitastudies.

Main Findings: ePrior to its introduction general support for thaion of LDLT
was found, although it was highlighted that th& ms/olved was not well
understood by the general pubk&ince becoming available LDLT has rimen a
readily acceptable treatment option from the pertspe of patients due to the
perceived risk for the donor, but it may be consdeas a “last option”. Family
members were motivated to save their loved onEdlit the personal implications
of donating resulted in reconsideration of LDleTStaff at the SLTU perceived a
lack of family commitment in relation to LDLT, whias explained as a cultural
factor contributing to the slow uptake of LDLT. $totland, a donation from a
younger to an older generation is not easily aeszkpthis, in addition to patients’
optimism that a deceased donation will arrive, tredpoor health of potential

donors, is thought to have affected the uptakeDdf T As has the unit's



conservative approach to the promotion of LDLT.sT&pproach is the result of a
perceived reduction in the need for LDLT and a@mfce to avoid the risk to a
healthy donor and conduct transplants with decedsedtionss In over 3 years,
only one couple completed LDLT. The recipient shdvenctional and
psychosocial improvement from pre to post procedubélst the donor showed
slight deterioration in aspects of quality of [§eveeks post donation, which did not
always completely return to a baseline level bydhths. The donor made sacrifices
to provide her husband with a fresh start to liid anmet expectations were found
to effect quality of life sWillingness to become a liver donor is not thouighbe
influenced by the frame of the information provideldke the LDLT donor, LDKT
donors experience some functional and psychosdetatioration at 6 weeks post
donation, but donors largely recover by 6 monthst donation. However, the
anticipated benefit to recipients was not evidert may not be quantifiable until
after 6 months post operation.

Conclusion This thesis has added to current knowledge angiergan donation
and specifically represents the first psychologaadluation of a UK LDLT
programme. The slow uptake of LDLT was unexpectetifaas resulted in

informative, novel research.
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Chapter 1 General Introduction

1.1 Overview

This chapter introduces the reader to the ratiofwalavestigating living organ
donation, specifically Living Donor Liver Transplation (LDLT), and highlights
the challenges and consequent opportunities tivat énolved to shape the overall

structure of the thesis.

1.2 What is Living Donor Liver Transplantation (LD  LT)?

Living Donor Liver Transplantation (LDLT) is a suegl procedure whereby a
healthy individual donates part of their liver tpatient whose own liver is failing

to function. A new liver is needed by the patienbrder to survive. The procedure
is possible due to the ability of the liver to regeate after resection, both within the
donor and the recipient (Marcos, Fisher, Ham, §taff, Sanyal, Luketic et al,
2000). LDLT was pioneered in Japan in the late $98td has since become
available in select transplant units in Europe,thiédimerica and Asia (Northup &
Berg, 2005). The procedure was originally develdjpedise with children dying
from liver disease but success of the procedurewgaged its adaptation for adults
on the liver transplant waiting list. For an adeitipient the right lobe of the

donor’s liver is required which constitutes approately 60% of the donor’s entire
liver mass. Anatomically, this results in a morengdex procedure compared to
when the recipient is a child and the smallerltdfe (40%) of the donor’s liver is
required (Renz & Roberts, 2000). Consequentlyyidkeof complications for the
healthy adult donor to an adult recipient has mumented to be as high as 67%,
with estimates increasing to 100% in a more resgstematic review (Beavers,

Sandler, & Shrestha, 2002; Middleton, Duffield, tim Padbury, House, Stanton et



al, 2006). In addition, the risk of death for threatihy donor is currently estimated
to range between 0.23 and 0.5% (Middleton et &620n light of the risk involved
for the donor, the introduction of adult-to-adulLT is thought to be set within a
context of ethical and moral dilemmas and has pla€? T at the centre of much

controversy (Middleton et al, 2006; Neuberger, Earorrado, & O'Dell, 2003).

1.3 Research Problem

Liver transplantation has traditionally been perfed using a liver from someone
who has died, a procedure that typically leadsutzwassful outcomes for patients
(Bathgate, Garden, Forsythe, Madhaven, Finlaysiomp$bn et al.1999; O'Carroll,
Couston, Cossar, Masterton, & Hayes, 2003). Howevecarcity in the number of
livers donated following death limits the potentékhis procedure (Barber, Falvey,
Hamilton, Collett, & Rudge, 2006; British Medicakgociation, 2007). An increase
in the number of people who have donated liveesr aléath in the UK may have
increased over the past 10 years but so has thberufipeople in need of a liver
transplant. Consequently, supply remains insufficie meet demand (NHS Blood
and Transplant, 2009). At a UK level, between ApG0D8 and March 2009, 8% of
patients on the liver transplant waiting list dieefore they could receive a

transplant (NHS Blood and Transplant, 2009).

In order to increase the supply of donated liveis @ther organs many medical,
surgical and political advances have been madeusé®f split livers and the
acceptance of marginal livers are examples of nusthy which the supply of livers
from deceased donors are now being maximised (pperfdix 1 for explanation of

terms).



From a political perspective, whilst the propodah @ystem of presumed consent
(see Appendix 1) continues to be debated, the Hulissmue Act 2004, and the
equivalent Human Tissue (Scotland) Act 2006, predaguideline changes aimed at
increasing the donor pool. One such change is @amdment to regulations which
serve to reinforce the validity of an individualiésh to donate following their
death. Within the Act, a declared wish to donatgas (e.g. joining the NHS organ
donor register) should be regarded as authoris&tioorgan removal following
death, and this should supersede any objectiorsenfiby the surviving family
(Scottish Executive, 2006). It is thought that oféhe main reasons for the
shortage of donated organs is family refusal teseahto the removal of their
deceased relative’s organs. This explanation waBroted in an audit conducted in
the UK in 2006, where family refusal rate was chited to be 41% (Barber et al,
2006). The Human Tissue Act 2004 / Human Tissuet{&uad) Act 2006, which
came into force in September 2006, hoped to rettif/by giving precedence to the
deceased individual’'s known wishes. However, theyald appear to be difficulty

in the implementation of this change as good practiould suggest that the family
is still consulted and their refusal may still meapted (Simpkin, Robertson,
Barber, & Young, 2009). In a recent report by Ukafigplant it was indicated that
family refusal continued to occur in many caseshwhe rate of refusal remaining
at about 40% between 2008 and 2009 (Barber eb@6;2NHS Blood and

Transplant, 2009).

Living donation is yet another way to increaseghbpply of organs for transplant
and decrease the number of deaths on the waitihdgdowever, the necessary harm
inflicted on a healthy donor is a major concern dattacts from the procedure’s

potential. The donor does not need an operatiaefibhie surgeons must perform a



procedure that can only cause harm to a healttsopeiThis is contradictory to
their professional code of conduct which dictates tis doctors they must ‘first do

no harm’ (Florman & Miller, 2006).

Justification for the procedure comes from the ietethe recipient. With living
organ donation the procedure can be planned forewhen the recipient is in
relatively good health. In addition, the organ banchecked prior to transplant and
the cold ischemic time (time between organ remawal organ insertion) is reduced
as the donor and recipient are operated on agtine $§me (Belghiti & Durand,
2000; Jones, Payne, & Matas, 1993). Such facterthaught to enhance the quality
of the donated organ and the success of the prozeolut the main benefit from
living donation is with regard to its timing. Witiving donation the patient can
receive a transplant before they deteriorate aadinilicating a “survival benefit”
with LDLT (Brown, 2008). However, despite the batsfthe risk to the donor
invokes apprehension. This is particularly truehiiDLT where the long term
physical and psychological impact upon both donamsl, recipients, has not yet

been fully established (Neuberger & Price, 2003).

LDLT between adults was only performed for thetfirse in the USA in 1997, and
although an increase in its use was found in sélaasplant centres worldwide, a
comprehensive evaluation of the risk to the domak the impact on a donor’s
quality of life had not been conducted (Trotterlahaantes, McClure, Wachs, Bak,
Trouillot et al, 2001). This incomplete knowledgeshmplications for informed
consent and therefore the welfare of donors. Tlagenwas publicly highlighted
with the death of Mr Mike Hurewitz in 2002: Hurewitlied three days after

donating part of his liver to his brother. As aulgsthe transplant unit at Mount



Sinai hospital in New York suspended its living dbon programme for 2 years to
allow an evaluation of the unit’'s procedures andliced care (Josefson, 2002). In
reaction to the death, the Transplant Council o Nerk City formed a committee
to review issues in relations to LDLT and recomnaimhs to further safeguard the
donor in future LDLT programmes were subsequerffigred (Committee on
Quality Improvement in Living Liver Donation, 2002)he Adult-to-Adult Living
Donor Liver Transplantation (A2ALL) Cohort Study svalso established at this
time in an attempt to collate LDLT data across rira@splant centres in the USA
and provide more precise estimations of the benfditrecipients and the risk to

potential donors (Ghobrial, Freise, Trotter, To®g, Fair et al, 2008).

As LDLT is a relatively new surgical procedure,ypnbnducted in select transplant
units, research in this area remains limited, paldrly in terms of the
psychological implications for donors. The resedhat has been conducted
generally indicates that LDLT does not adversefgatfthe overall quality of life of
donors, but there have been some inconsistennfysdvith feelings of distress,
continuing abdominal pain and body image changésidomg LDLT documented
(Hsu, Hwang, Lee, & Chen, 2006; Kim-Schluger, FlamnSchiano, O'Rourke,
Gagliardi, Drooker et al, 2002; Pascher, Sauert&dlopez-Haeninnen,
Theruvath, Spinelli et al, 2002; Trotter et al, 2D0The results of the research to
date are limited in general interpretation duedst\methodological differences
including the timing of assessments, uncertaingr avhether donors were donating
to a child or to an adult, and the minimal usetahdardised psychological

measures.



Patients with liver disease are often reportechtimsimpairment in cognitive
functioning (O'Carroll, Hayes, Ebmeier, Dougall, ivay, Best et al, 1991). Whilst
the exact nature of the cause of this deteriorati@amcertain, the liver’s reduced
working capacity is invariably involved. As a gealegxplanation, one of the liver’s
main functions is to remove toxins from the body &#udliseased liver cannot
efficiently perform this necessary function thereftoxins are reabsorbed back into
the blood stream. Such biochemical imbalance withénblood is then thought to
travel to the brain, allowing toxins to enter bragsue which subsequently results
in cognitive impairment, known as hepatic enceppatioy (HE) (Collie, 2005;
O'Carroll, 2008). HE can range from subtle attenaad concentration problems to
a coma and therefore its presence, irrespectilevef, has the potential to
adversely effect a patient’s quality of life (Welkxpch, Popp, Oehler, & Schauder,
2004). Following LDLT, the donor is left with on$0% of their liver, yet the
author is unaware of any research that specifieabjresses the possibility of a
decline in cognitive functioning similar to thats#ved in patients with liver
dysfunction. The donor’s liver function has beearfd to normalise within weeks
following the operation but the liver itself carkéaseveral months to re-grow
(Middleton et al, 2006; Neuberger & Price, 2003)eeffects of this period of
reduced liver mass on a donor’s cognitive functigris unknown, yet has the
potential to significantly impact the donor’s qunalof life and, therefore, requires

investigation (O'Carroll, 2008).

In April 2006, LDLT was introduced for the firstiie in the UK on the NHS. The
Scottish Liver Transplant Unit (SLTU) at The Roy@&irmary of Edinburgh (RIE)
developed an LDLT programme to provide patientshenScottish liver transplant

waiting list an alternative to waiting for a decedslonation. It was the view of the



author and colleagues that a comprehensive psygicaland cognitive assessment
of the impact of LDLT on both donors and recipientss warranted from the

programme’s launch.

1.4 Purpose of the research

The introduction of LDLT at the SLTU provided anpmptunity to conduct novel
research, adding to limited worldwide knowledgehaf area, and producing the
first results from the UK. The focus of the resbéan@s to evaluate changes to
physical functioning, quality of life, cognitive giies, mood and relationships from
pre to post transplant/donation. In addition, isv@ped to obtain insight into the
acceptance of this new procedure by studying teesid® making process, the
nature of concerns, anxieties and expectationspegdictors of recovery. Having a
relative on the liver transplant waiting list isamed to be a difficult and emotional
time for families, particularly in the knowledge @tdeceased organ donor shortage.
Therefore, the availability of LDLT, whilst beingn@pportunity to help, also has
the potential to create implicit pressure to donateo accept a donation, against
the individual's personal wishes. It is importamioe aware of such pressure and to
recognise its potential to disrupt family dynamacel effect emotional and
psychological wellbeing. Obtaining information abthe experience of LDLT from
the moment it is introduced as an option wouldvalsmpropriate advice to be

given, and supports to be put in place, to safebtier donors and recipients of

LDLT.

The SLTU had estimated completion of 54 living doassessments within the first
three years of its availability: 10 in the firstaye20 in the second and 24 in the

third. The hospital’'s experience with living kidnggnsplantation meant 50% of the



donors assessed were expected to proceed witlmdbedure, resulting in an
estimated 27 LDLT procedures over 3 years (Scotfigér Transplant Unjt2004).
In anticipation of a slow recruitment rate, the ahthe thesis was expanded to
include the donors and recipients of living kidr®nation. Living Donor Kidney
Transplantation (LDKT) (see Section 1.5) is anl@ghed procedure at the RIE
with 20 performed between 2008 and 2009 alone,titotisg 19% of all completed
kidney transplants that year (NHS Blood and Traaspl2009). However,
longitudinal research on the psychological aspefctse donation process and
outcome are limited within the unit and beyond (lsai@ine, Wray, Power,
Jamieson, Akyol, Bradley et al, 2005). An opportytd assess the success of
LDKT at the renal transplant unit and to add taentr knowledge on the impact of
living kidney donation in general was seized. Adiadnal aim was then to
compare the results of living liver donors and peats to the donors and recipients
of a more established, less risky procedure thabIsT, as a way of obtaining

more insight into the experience of each.

A previous comparison of LDKT and LDLT donors, pdsnation, suggested many
similarities in the experience but also highlighséghificant differences in
perceptions of risk and aspects of recovery (Ruddhagriton, Sanchez, Chang,
Serur, & Brown, 2005). Rudow et al (2005) foundttkidney donors experienced
significantly higher unexpected problems post diomatvhilst the liver donors were
more likely to think that their own health was nidgely affected by the donation.

In addition, the perceived risk of death, alterpdemrance, bleeding and infection
was higher amongst liver donors. The current thasied to advance upon such
findings, permitting a more detailed comparisomohors in terms of psychosocial

and functional changes.



Recruitment problems with regards to LDLT donord egcipients dictated a
change in the original aim of the thesis. Instefacbacentrating on the actual
experience of LDLT, the opportunity arose to fotus research on the challenge of
introducing LDLT in Scotland, and to gain an undamsling of the procedure’s

attractions and deterrents.

1.5 What is Living Donor Kidney Transplantation (L  DKT)?
Living Donor Kidney Transplantation is a surgicabpedure by which a healthy
individual can donate one of their two healthy kagis to a patient whose own
kidneys are failing. The first LDKT procedure wamducted between identical
twins in 1954 by Dr Joseph Murray in the USA (Myrréa982). The second LDKT
procedure was not conducted until 1960, again igehtical twins, but this time in
the UK, by Sir Michael Woodruff at the Royal Infiary of Edinburgh (RIE)
(Woodruff, Robson, Ross, & Nolan, 1961). With adsesin immunosuppressant
(anti-rejection) medication, the donor no longes tabe the twin of the recipient. It
Is now possible for non-blood related relativegrfds and strangers to become

donors, increasing patients’ accessibility to LDKT.

Similar to LDLT, the main benefit of LDKT for thecipient lies predominantly in
its timing whereby time spent on the transplanttiwgilist can be significantly
reduced. However, dialysis treatment means thengsgeith which a new kidney
is required is less than when a new liver is regiiDialysis involves the patient
being connected to a machine designed to simuiat&unction of a kidney a few
days a week, and can be accessed until a kidn&pufor transplant becomes
available. An equivalent treatment is not availdblepatients with liver disease.

However, dialysis is not considered a permaneatrtrent as it only performs about



5% of the function of a normal, healthy kidney {8#& Wild, 2002). A kidney
transplant is therefore preferable as it providescgient with a well functioning
healthy kidney, and subsequently offers additidrealefits: kidney transplant has
been shown to increase survival rates, improveityuzllife, and be more cost
effective than dialysis (Gordon, 2001).The disadage to LDKT is the necessary
risk to the healthy donor but compared to the fusla liver donor (1 in 200 chance
of death) the mortality risk for a kidney donoresatively low, currently thought to

be 1 in 3000 (Matas, Bartlett, Leichtman, & Delnumni2003).

1.6 Summary of aims

o To assess the functional and psychosocial impalcbafl upon donors and
recipients.
o To assess the functional and psychosocial impalcb&fT upon donors and

recipients and to compare results with LDLT doreod recipients.

o To investigate the challenge of introducing LDLTSnotland and to

establish the perceived deterrents and attractibtie procedure.

1.7 Rationale for methodology

Both quantitative and qualitative research methogies were employed in this
thesis to provide a comprehensive analysis of aemuresearched area. Quantitative
data collection allows differences between groupgb@ver time to be measured and
their significance addressed. Qualitative dataectibn, in comparison, allows a
more in-depth investigation of thoughts, feelingd apinions, which can aid the

interpretation of quantitative results.

10



To achieve the aim of establishing the functiomal psychosocial impact of LDLT,
and LDKT, on donors and recipients, a number ohtjtative measures were
employed. Variables measured included physicatditicins, daily functional
disability, illness perceptions, locus of contr@lationships, quality of life,
optimism, self efficacy, distress/mood and cogaeitivnctioning, including
memory, concentration, attention and psychomoteedpMeasures were
administered on three separate occasions, frortogrest donation in order to
assess changes in results over the course of th&/LDKT experience, and were
selected for use based on their previous contohatto research and ease of
administration. A full description of each measigrprovided in the Methodology

section (Chapter 2).

For Chapter 3 (Attitudes towards LDLT) and Chafit€ifhe effect of message
frame), quantitative questionnaires were considdrednost appropriate
methodology as direct comparisons between groups warranted. The
questionnaires were specifically devised by th@@uand colleagues, with

influence from previous research, and are desciibétk relevant chapters.

In a new area of research, qualitative interviemsaavaluable method of data
collection as the restrictions of any predetermiitees of the researcher are
minimised. Issues not specifically measured bygientitative measures can arise
and enlighten our understanding of a new phenomespecifically, longitudinal
qualitative data is not a common design featuneséarch with an illness
population and yet has the potential to give adddl insight into a patient’s
experience. The relationship that is built betwi#enpatient and the interviewer can

encourage disclosure of issues and views previoushheld at the first interview

11



and an opportunity to assess the process of charigeughts, feelings and
opinions can be gained (Murray, Kendall, Carduffyrtil, Harris, Lloyd et al,
2009). A gualitative methodology was therefore mpooated into the case study

with Scotland’s first LDLT donor and recipient (Gitar 6).

In an area where previous published research issrimtent, qualitative data
collection can provide detailed baseline informatigon which theory can be
developed and, therefore, was also chosen as aopa@be methodology for use
within the exploratory studies described in Chapte(Considering LDLT) and 5

(Views of medical staff).

1.8 Qualitative analysis

The interview data collected in chapters 4, 5 ameefe analysed using thematic
analysis. This analytic process requires the ifieation and interpretation of
patterns found within the given data set, i.e.nnéw transcriptions. There are
many ways in which to analyse qualitative dataiblés been argued that thematic
analysis is the foundation upon which other thecaémethods of analysis such as
grounded theory and Interpretative Phenomenolodinalysis have developed
(Braun & Clarke, 2006). Thematic analysis as arepke on its own, offers a
flexible approach to data analysis that is freenf@specific theoretical framework

and therefore was considered appropriate for utieese exploratory chapters.

General guidelines for the completion of thematialgsis, as proposed by Braun
and Clarke, were followed in each relevant chaftbe 6 step guide ranges from
reading and re-reading the transcripts in ordéetmme familiar with the data, to
producing the final report with appropriate, suppar quotes from the text to

provide transparency of theme formation. Intermiedséeps require the generation

12



of codes, which involves the noting of interestaspects of the data. The codes are
then reviewed for similar and contrasting relatltops and connections, combining
to form possible themes which are then revieweaelation to the entire data set.
Once the themes have been established they are¢fiard and appointed a title,

ready for interpretation in the final report (Bra&irClarke, 2006).

1.9 Main theoretical framework

Leventhal's self-regulation model (SRM) provideé thain theoretical framework
upon which the original study with LDLT donors amatipients was devised (see
Appendix 2 for an illustration of the model). ThRIE generally stipulates that
when an individual’s health is threatened, theymaotivated to return to a ‘normal’
state of health. How this is achieved is dependpah the individual's perception
of the threat, which includes both cognitive ancd@anal aspects (Leventhal,
Nerenz, & Steele, 1984). Previous research hasrstiwar an individual's
perception of their iliness or condition can infige their physical and
psychological recovery (Covic, Seica, Gusbeth-Tato@avrilovici, & Goldsmith,
2004; Moss-Morris & Chalder, 2003). Therefore, ustinding how LDLT and
LDKT donors and recipients perceive and manage togidition was an important

research objective.

In addition, research was informed by the TheorlPlahned Behaviour (TPB) and
Health Belief Model (HBM) (Ajzen, 1988; Rosenstod®66). Both models suggest
that our attitudes and beliefs can predict thethealated behaviours we perform
and therefore it was the author’s aim to extramtfidonors and recipients their
attitudes and beliefs regarding LDLT and to askessthese impacted their

decision to pursue living donation or not. The exalory nature of this thesis did

13



not test one specific theoretical model but raimerght to encourage open

consideration of potential influencing factors.

1.10 Structure of the thesis

This thesis describes six studies relating to dpectof living organ donation:

Chapter 2 provides an overview of the quantitatneasures used in Chapters 6 and
8. Each measure is described with regards to uisldpment and participant

instructions.

Chapter 3 describes the preliminary study of thésis, developed to ascertain
background information to future studies. The agrest to conduct LDLT at the
SLTU was a significant development within the UKIBIS. The procedure was
known to have stimulated mixed views within the maband surgical environment
therefore it was felt important to establish puldlie professional attitudes towards
the introduction of LDLT, prior to its inception fBcotland. A quantitative survey

design was employed with general practitionersrarthbers of the general public.

Chapters 4 and 5 are qualitative studies conduntegsponse to the lack of uptake
of LDLT in Scotland. Chapter 4 describes the reasehny LDLT had not been
conducted within the first 8 months of its availdapiin Scotland from the
perspective of possible recipients and donors. @n&p in contrast, describes the
views of the medical staff (surgeons, consultayspiians and transplant

coordinators) employed at the SLTU.

Chapter 6 is a longitudinal study which descriltesexperience of Scotland’s first
and only LDLT couple from pre to 6 weeks, then énithe post operation.

Quantitative and qualitative aspects were incorgolrato the study to provide a

14



comprehensive understanding of the effect LDLT drashe functional and

psychosocial wellbeing of both the donor and rexipi

Chapter 7 is an experimental study that looks Hinghess to become a living
organ donor and tests the influencing potentiahetsage frame. Willingness to
donate a liver and a kidney are both consideredléav a comparison of the results

for high risk and low risk procedures.

Chapter 8 is a longitudinal, quantitative studyt thas designed to investigate the
functional and psychosocial wellbeing of LDKT dos@nd recipients through the

transplant experience, from pre to 6 weeks, therofiths post operation.

Chapter 9 is a general discussion of the studiedwzied in this thesis. Limitations,
conclusions and implications for theory and clihjmactice are offered as are

suggestions for future research.
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Chapter 2 Methodology

2.1 Overview

The main aim of this thesis was to assess theiimadtand psychosocial impact of
Living Donor Liver Transplantation (LDLT) and LivinDonor Kidney
Transplantation (LDKT) upon donors and recipiefitss chapter describes the
quantitative measures selected to achieve thisaaohprovides justification for the
inclusion of each, along with a brief descriptidrnwat measure completion
involves. Participants were asked to complete nreasan three separate occasions:
pre operation, 6 weeks post operation, and 6 mqguaksoperation. An ordered list
of the intended measures for completion at eacé fpioint, by donors and
recipients, is presented in Table 2-1. The cornedppy results are described in
chapters 6 and 8 for LDLT and LDKT respectivelyliality data (cronbach)

will be presented within the results section ofresetevant chapter.

2.2 Short Form 36 (SF36) (Ware, 2000)

The Short-Form 36 (see Appendix 3) is one of thetmmommon measures of health
related quality of life and has been employed wast array of research areas,
including patients with end stage renal diseasedi@l& Drennan, 2005; Wight,
Edwards, Brazier, Walters, Payne, & Brown, 1998)n&y transplant patients
(Griva, Ziegelmann, Thompson, Jayasena, Davenidartjson et al, 2002) and
kidney donors (Tellioglu, Berber, Yatkin, Yigit, @ezer, Gulle et al, 2008). In
addition, it is the most frequently used measurgtuilies investigating the quality
of life of liver transplant patients (Tome, Wel&aid, & Lucey, 2008). The scale’s

reliability and validity has been supported throogihsuch research.
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Table 2-1: Summary of tests administered at eachrtie period

Time 1 Time 2 Time 3
Pre-transplant/donation 6 weeks post 6 months post
operation transplant/donation transplant/donation
operation operation
Recipient Recipient Recipient
SF36 SF36 SF36
FLP FLP FLP
IPQ-R IPQ-R IPQ-R
RLOC VAS VAS
VAS WHOQOL-BREF WHOQOL-BREF
WHOQOL-BREF HADS HADS
LOT-R CANTAB CANTAB
GSE RBMT RBMT
HADS
CANTAB
RBMT
Donor Donor Donor
SF36 SF36 SF36
FLP FLP FLP
RLOC IPQ-R IPQ-R
VAS VAS VAS
WHOQOL-BREF WHOQOL-BREF WHOQOL-BREF
LOT-R HADS HADS
GSE CANTAB CANTAB
HADS RBMT RBMT
CANTAB
RBMT

The SF36 contains 36 items divided into 8 sepdraédth domains: Physical

functioning, Role-physical, Bodily pain, Generahhhb, Vitality, Social

functioning, Role emotional and, Mental Health. 3&8 domains can be divided

further into 2 measures: a Physical Health compbaed a Mental Health

component. Of the Physical Health component, thesieal functioning domain

correlates most highly and is considered the besisore of physical health (Ware,

2000).

When devising this thesis it was felt importanbbdain a global measure of quality

of life on the understanding that living donatioayraffect the quality of donors’
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and recipients’ lives beyond a health perspecBansequently the WHOQOL-
BREF (described below) was employed as the predamhimeasure of quality of
life. However, an additional measure specific tggpal limitations was included to
allow functionality to be assessed prior to antbfeing the operation. WHOQOL-
BREF measures satisfactiarith physical abilities but the SF36 measures what

participant can physically dan important distinction. Given the frequent atéhe

SF36 and the need to keep the response burdemticigents to a minimum, only
the Physical functioning domain of the SF36 wasuked in the questionnaire

battery.

The Physical functioning domain is made up of 18sfions each requiring a
response from 3 option¥es limited a lot, Yes limited a litti@ndNo not limited at
all. The options are scored 1 to 3 respectively aadsammed to produce a raw
score between 10 and 30, with higher scores indgaietter physical functioning.
In order to allow the raw scores to be compareabtons from the general
population, the scores are transformed onto a s¢dlgworst physical functioning)
to 100 (best physical functioning).
2.3 Functional Limitations Profile (FLP) (Patrick & Peach,
1989)
The Functional Limitations Profile (FLP) is the #sh version of the Sickness
Impact Profile (SIP) (Bergner, Bobitt, Pollard, Mar & Gilson, 1976). The SIP,
and now the FLP, are widely used measures of dityadnd corresponding health
status. Developed in the United States, the SIRagm136 items referring to
aspects of daily living, divided into 12 categoridsbulation, Body care and
Movement, Mobility, Household Management, Recraaiitd Pastime, Social

interaction, Emotion, Alertness, Sleep and ResingaCommunicationrand Work
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The items within each category are assigned weighish correspond to the
severity of that item in relation to all the otlims in that category. In order to
adapt the measure for use with the British poputetine phrasing of some items
was changed accordingly, and the weightings of @aahwere modified to reflect
British perceptions of item severity. This modifieersion was renamed The
Functional Limitations Profile (FLP) (Charlton, Rek, & Peach 1983; Jenkinson,
Stradling, & Petersen, 1997; Patrick & Peach, 1988 FLP has since been found
to be a reliable and valid measure, which is seesio change (Charlton et al,
1983; Hutchinson & Hutchinseri995; Jenkinson et al, 1997; O'Neill, Normand,
Cupples, & McKnight1996). The FLP is included in this thesis to measie
extent of disability associated with donating areieing a living organ donation

and how this can affect even simple tasks of daiigg.

The FLP, like the SIP, contains 12 categories t¥ities that are thought to be
essential to daily living, encompassing both phaisamd psychosocial dimensions.
The categoriesAmbulation, Body care and Movement, MobidihdHousehold
Managemeninclude items relating to a physical dimensiorg Recreation and
Pastime, Social interaction, Emotion, Alertnemsi Sleep and Restclude items
relating to a psychosocial dimension. Additiondakgaries Eating,
CommunicationandWorkare also included in the full FLP (Charlton et183).
However, to reduce response burden only 2 categgfroen the physical dimension
(AmbulationandMobility) and 2 categories from the psychosocial dimension
(Recreation and PastimandAlertnes} were included in this thesis (see Appendix
4). These categories were chosen as the corresypitelins included actions
thought to be most relevant to both recipientstzealthy donors. As cognitive

functioning post operation was a particular redearterest, the opportunity to
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assess the impact of subtle difficulties with corication, attention and memory on

daily functioning was also addressed with the isicln of Alertness.

Within each category, the participant is presemigd a number of items. The
participant is instructed to read each item ang ealect it if they believe that a) the
item reflects their situation that day, and b) tkewpsider it to be due to the state of
their health. Each item has been assigned a speaifie, corresponding to its
weighting in that particular category. For eachesteent the participant selects, the
value of each are added, divided by the maximual t@tiue score possible for that
category, and then multiplied by 100, to producewerall category score. The
Ambulationcategory contains 12 items pertaining to walkind ase of stairs e.qg. |
walk shorter distances or often stop for a redd,taeMobility category contains 10
items concerning how a person gets about insideatside of their house e.g. | do
not go into town. In addition to a separat®bulationandMobility category score,
these two categories can be combined to produtgsagal dimension score. The
values of each item selected within both AmebulationandMobility categories are
added, and then divided by the summation of the t@tlue scores for the said
categories. This figure is then multiplied by 100 the final physical dimension

score. Higher scores indicate greater limitatiofuirctioning.

Similar calculations allow a psychosocial dimenssoore to be computed from the
Recreation and Pastimmategory which contains 8 items relating to a pessusual
activities e.g. | spend shorter periods of timemgnhobbies and recreation, and the
Alertnesscategory containing 10 items concerning genematradss e.g. | am

confused and start to do more than one thing iate t
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In addition to four separate category scores amddiwension scores, an overall
FLP score is also calculated using a format sintddahat used to compute
dimension scores. However, only the two dimensaores are included in the

analysis described in Chapters 6 and 8.

2.4 The Revised lliness Perception Questionnaire (  IPQ-R)
(Moss-Morris, Weinman, Petrie, Horne, Cameron, &
Buick, 2002)

How a patient perceives their iliness is thoughtage an effect upon iliness-related
behaviours such as coping strategies, and othehpkgical outcomes such as
health related quality of life (Covic et al, 20049ss-Morris et al, 2002). Therefore,
illness perceptions were considered an importaribfdo be measured in this
thesis. The revised version of the lliness Peroapfiuestionnaire (IPQ-R) was

selected for this purpose (Moss-Morris et al, 2082¢ Appendix 5).

The original lliness Perceptions Questionnaire jIR@einman, Petrie, Moss-
Morris, & Horne, 1996) was developed as a quantganeasure for the assessment
of Leventhal's Self Regulatory model (SRM) (alsmWm as the Common Sense
Model) (Leventhal et al, 1984). The SRM descrillesway in which an individual
perceives their illness as being made up of 5 corapis: identity, consequences,
timeline, control/cure and cause. The IPQ was desido measure each
component. Through extensive research employingR@e ways in which the
measure could be improved were highlighted encongahe development of the

revised version in 2002 (Moss-Morris et al, 2002).

The IPQ-R, like the original IPQ is made up of theections: symptoms of the
iliness, iliness perceptions, and possible caukdsedliness. As the nature of

symptoms and causes were not essential to thefdlmsdhesis, only the section on
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illness perceptions was incorporated into thisithdshis section consists of 38
statements to which participants are asked to respa a 5-point likert-type scale
(Strongly disagree, Disagree, Neither agree nor gliea, AgreendStrongly
agred. The questions are divided into 7 components:

Timeline acute/chronienquires about a person’s belief on how longlthess will
last (6 items, e.g. “My iliness will last a sharme”). Higher scores indicate
stronger beliefs that the iliness is a chronicedis.

Timeline cyclical enquires about fluctuation of symptoms and changhin the
illness (4 items, e.g. “My illness is very unpradiae”). This is an additional
component incorporated into the revised versiotheflPQ. Higher scores indicate
stronger beliefs about the inconsistent naturéefltness.

Consequencesasks about perceptions regarding the impact ofltiess on

lifestyle and well-being (6 items, e.g. “My illnessa very serious condition”).
Higher scores indicate a stronger perception o&tieg consequences.

Personal contralasks about beliefs regarding personal ability tatrcd the illness
(6 items, “The course of my illness depends on nigigjher scores indicate a more
positive perception of control.

Treatment controlenquires about perceptions regarding the usefsloéthe
prescribed treatment to cure or manage the ill(egems, e.g. “My treatment can
control my illness”). Higher scores indicate a mpositive perception on the
usefulness of treatment. Both Treatment controlReonal control are treated as
one single component in the original IPQ but subsatfactor analysis proposed
their separation in the revised version.

lliness coherenceenquires about the degree to which the illnedsasiaense to the

individual and has meaning to them (5 items, eMy iliness doesn’t make any
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sense to me”). This component is an addition ta¢lesed version of the IPQ.
Higher scores indicate stronger personal understgrad the illness.

Emotional representationsisks about the individual’s emotional responees t
having the iliness (6 items, e.g. “My illness makas feel angry”). The inclusion of
this component is an important development witheiPQ-R as it is an essential
element of the SRM which was overlooked in the tgument of the original IPQ
(Hagger & Orbell, 2005; Moss-Morris & Chalder, 200Bigher scores indicate a

more negative emotional response to the illness.

The IPQ-R has shown good results within tests ladlyity and validity (Hagger &
Orbell, 2005; Moss-Morris et al, 2002). Althougle #*Q-R is a generic measure of
illness perception, it can be easily modified fog specific condition under
investigation and therefore has been used in rels@&avolving various illnesses,
such as end stage renal disease (Timmers, ThokgeDdBoeschoten, Heijmans,
Rijken et al, 2008) and chronic fatigue syndromeg$stMorris & Chalder, 2003b).
This thesis is thought to include one of the fatsidies to use the IPQ-R with
patients awaiting a liver transplant. The authakgse that the term “my illness”
can be substituted with the appropriate illnessumni/estigation (Moss-Morris et
al, 2002). In this thesis, after much deliberatiemmg advice from the authors of the
IPQ-R, it was decided to substitute “my illnessttwimy kidney (or liver) disease”
and “my kidney (or liver) condition since the tratemt”, for recipients at pre and
post transplant respectively. For donors, the IP®aR only completed post
transplant and it was agreed to substitute “my#BY with “my condition following

the donor operation”.
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2.5 Recovery Locus of Control (RLOC) (Partridge &
Johnston, 1989)

Perceived control is recognised as an importaribfac determining the decisions
individuals make and has become an integral partaafels of health behaviour e.g.
Health Belief Model (HBM) and the Theory of Planrigehaviour (TPB).

Perceived control specifically in relation to reeoy following a medical procedure
or treatment is an area requiring further invesiigea Previous studies with stroke
patients have found that individuals who have argfrinternal recovery locus of
control, that is, have a strong belief that the@maefforts will effect their progress,
were more likely to have a faster recovery and spmater independence 3 years
after the stroke than those who believed their efforts were less important than
the efforts of other people and chance (i.e. aaraat locus of control) (Johnston,
Pollard, Morrison, & MacWalter, 2004; Partridge &hhston, 1989). The Recovery
Locus of Control Scale (RLOC) (see Appendix 6) besn shown to have good
internal consistency in addition to good predictiwvel content validity (Partridge &
Johnston, 1989). The RLOC was devised to measarddgree to which patients
perceive the control over their recovery to berimaor external. This measure is
employed in this thesis to assess if perceptiort®ofrol over future recovery,
measured prior to living donation/transplantaticem predict physical and

psychosocial well-being post living donation.

The RLOC contains 9 statements which participardsaaked to read and note their
agreement with on a 5 point likert-type sca@&dngly agree, Agree, Uncertain,
DisagreeandStrongly disagree Of the 9 statements, 5 reflect internal beliefs
(items 1, 3, 5, 7 and 9) eldow | manage in the future depends on me, not @t wh
other people can do for mand 4 reflect external beliefs (items 2, 4, 6 &pd.g.

Its often best just to wait and see what happ&hs overall score reflects the
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degree of internal control, therefore the exterteshs are reversed scored (i.e.
Strongly agree= 1). The scores of each response are summateaiage between

9 and 45 with higher scores indicating a strongtrnal locus of control.

2.6 Visual Analogue Scales for relationships and s ocial
issues (VAS) (Lumsdaine et al, 2005)

Visual Analogue Scales (VAS) are a simple methodlaéining a general
indication of an individual’s view on a specifiguio. VAS were employed in this
thesis to assess issues related to the psychoaspiatts of living donation that are
not, to the best of the authors knowledge, measuaradtandardized questionnaire.
Previous studies with donors of living liver andkey donation have highlighted
adverse financial consequences following livingaorglonation, concerns for own
future health, improved relationships and a williags to donate again (Beavers,
Sandler, Fair, Johnson, & Shrestha, 2001; Chen, Hsang, & Lee, 2006;
Karliova, Malag0, Valentin-Gamazo, Reimer, Treicl@hnke et al, 2002; Schover,
Streem, Boparai, Duriak, & Novick, 1997; Trotteragt2001). Using visual
analogue scales within this thesis to address tiogses will allow participants the
opportunity to consider the extent to which they experiencing these issues, and

will allow a more detailed picture of any changelofving the transplant.

The questions relate to any improvements and/ceraéweffects that living donation
has had on the relationship between donor andiestj@and between
donor/recipients and other friends and family. didiion, the recipients are asked
about their concern for the welfare of the donad donors are asked about
concerns for the operation; concern for the remagikidney (or part of liver); any
financial loss as a result of donating; any disamtrfrom the scar, and if they

would donate again (see Appendix 7).
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Recipients are presented with 5 questions to beexesl on a visual analogue scale
at each of the three time periods. Donors are ptedevith 6 and 8 questions at pre

and post transplant assessments respectively.

Participants are asked to read each question arldanr@ioss on the corresponding
line where they feel their views lie. Each lindl@cm in length and both ends are
labeled with an extreme view, i.e. the Ocm poiraieled Not at all’, and the

10cm point is labeledAn extreme amountNo other information is given on the
line. All questions on the VAS, over each of theethtime periods, follows this
format apart from question 8 presented to donoss fpansplantlif it were possible,
would you donate part of your liver/a kidney agairifd relation to this questiotie
Ocm and 10cm points are label@dfinitely NoandDefinitely Yegsespectively. The
guestions and VAS format included in this studyehbeen employed in a previous

longitudinal study with living kidney donors anctiig@ents (Lumsdaine et al, 2005).

Scoring of the VAS simply involves measuring thstaice between the cross and

the end of the line indicating no change/concenbl@ms (i.e. Ocm). The figure is

converted to a percentage to compensate for aaydirgth inaccuracies noted

following printing of some questionnaires.

2.7 World Health Organisation Quality of Life — Br  ief version
(WHOQOL-BREF) (The WHOQOL Group, 1998)

In response to increasing awareness of the impmetahan individual’'s subjective

quality of life in medical outcome studies, in ddth to survival and morbidity

rates, the World Health Organisation initiated diegelopment of a cross culturally

valid measure of quality of life. A 100 item quesinaire was developed known as

the WHOQOL-100 (Hawthorne, Herrman, & Murphy, 2006b
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Following the successful application of the WHOQ®@QO, an abbreviated version
was developed that would be more appropriate feriugongitudinal studies, in
studies where completion time was limited, or whmasdicipants were unwell
(Hawthorne et al, 2006b; Skevington, Lofty, & O'@etl, 2004). The WHOQOL-

BREF saw a reduction in the number of questionrisaras from 100 to 26.

Twenty-four of the WHOQOL-BREF's items can be degbinto four domains
considered important to quality of life: Physicaklth (7 items), Psychological (6
items), Social relations (3 items) and Environm@ntems). An additional general
question pertaining to quality of life (How wouldy rate your quality of life?) and
one to general health (How satisfied are you withryhealth?) are also included,

completing the 26 items (The WHOQOL Group, 1998g(8ppendix 8).

For each item, participants are asked to resporal®point likert-type scale. The
dimensions of the scale were designed to eith&ratahtensity (How much the
person had experienced things?), capacity (How tetelp the person was able to
do things?), frequency (How often the person fekxperienced things?), or
evaluation (How good or satisfied the person fletiwa things?) (Skevington et al,
2004). When completing the WHOQOL-BREF, particigaaute asked to consider
how they have felt over the past 2 weeks specificegndering the measure
suitable for re-administration at a minimum of 2ekentervals. Within each

domain higher scores indicate better quality @.lif

Since its inception, the WHOQOL-BREF has been egsgalan various research
areas and its psychometric properties of religbditd validity have been repeatedly
confirmed as adequate (O'Carroll, Smith, Coustmssar, & Hayes, 2000;

Skevington et al, 2004; The WHOQOL Group, 1998 WHOQOL-BREF has
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been shown to have good test/retest reliabilitymésample of patients are not
subject to a medical intervention, yet is sensitivehange with patients following
liver transplantation (although the social relasi@omain is less sensitive than the

others) (O'Carroll et al, 2000).

2.8 Life Orientation Test — Revised (LOTR) (Scheie r, Carver,
& Bridges, 1994)

Following a health/treatment intervention it is edthat some patients fare better in
their physical and psychological well-being thahews. Explanations for this
outcome have considered the influence of certaisgpeility variables. A

commonly investigated feature is optimism, spealficdispositional optimism.

Dispositional optimism is a relatively stable agp#can individual's personality
that refers to the expectancy that, when confrgntimportant life events, good as
opposed to bad things will generally happen (Sch&lagovern, Abbott, Matthews,

Owens, Lefebvre et al, 1989; Wrosch & Scheier, 2003

Previous research has shown that patients disgjdygh levels of dispositional
optimism were less frequently readmitted to ho$pita had faster recovery
following coronary artery bypass surgery (Scheaithews, Owens, & Schulz,
1999); showed better quality of life at one yeastgeeatment for head and neck
cancer (Allison, Guichard, & Gilain, 2000); postgery for breast cancer (Schou,
Ekeberg, & Ruland, 2005), and better mental hgaist liver, lung and bone
marrow transplant (Goetzmann, Klaghofer, WagnerdiubBalter, Boehler,
Muellhaupt et al, 2007). The benefits of posseskigy levels of optimism are
thought to be mediated by coping style in thatrofgiic people are more likely to

use problem focused coping strategies which |dagls to make plans for their
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future and set goals for recovery. This in turthsught to lead to better physical
and psychological outcomes following treatment.siteists on the other hand are
more likely to use denial as a coping mechanismasaatonsequently not likely to
seek out social and medical support and advicdirigdo poorer outcomes (Scheier

et al, 1994; Scheier et al, 1989; Wrosch & Sch&ied_3).

Previous research has also indicated that peopbehahie signed the organ donor
register have higher levels of dispositional opsimithan those who have not
registered (Rodrigue, Cornell, Jackson, Kanaskyhkf&a, & Reed, 2004). We
were keen to assess levels of optimism amongshpattéving donors in this study,
and to assess the influence of optimism measuredtprthe operation upon post

donation outcomes with donors and recipients.

The most common measure of dispositional optimsthe Life Orientation Test
(LOT) and the revised version of the Life OrientatiTest (LOT-R) (Herzberg,
Glaesmer, & Hoyer, 2006). Following criticism ofthOT, in 1994 a revised
version was developed which reduced the lengthetdst and simplified the
format and accompanying instructions. The LOT-Raates highly with the
original LOT and has shown be a valid and reliab&asure (Scheier et al, 1994).

The LOT-R is employed within this research stude(dppendix 9).

The LOT-R consists of 10 items (elg.uncertain times, | usually expect the best
to which the participant is asked to respond orpaibt likert-type scaleStrongly
disagree, Disagree, Neither agree nor disagree edgndStrongly agreg The
responses are scored 0-4 respectively. Of theeh@sit4 are filler questions and are
not included in the final score (items 2, 5, 6 &ditems 3, 7 and 9 are reverse

scored (i.eStrongly disagre¢o Strongly agreere scored 4-0 respectively).
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Therefore, scores can range from 0 to 24 with higheres indicating higher
optimism.
2.9 Generalised Self Efficacy Scale (GSES) (Schwar zer &
Jerusalem, 1995)
Self efficacy is a concept that was first describgdilbert Bandura in relation to
his social cognition theory (Bandura, 1977). S#itacy describes an individual's
belief that they personally are capable of deahty stressful or challenging life
situations (Schwarzer, BlaR3er, Kwiatek, & Schrod®97). Self efficacy has been
regarded as domain specific in that levels of eifitacy can differ depending on
the situation being considered. However, it has been suggested that self
efficacy can be a generalised concept referrirantoverall level of confidence in a
person’s own abilities to deal with a wide rangeitdations. It is this general view

of self efficacy that is measured in this studyh{8arzer et al, 1997).

The Generalised Self Efficacy Scale (GSES) (seesAgix 10) was first produced

in German but has since been translated into numerther languages (Schwarzer
& Jerusalem, 1995). Since its inception, testsabiftity and reliability have
confirmed its appropriateness as a measure ofrigieonstruct that is general self
efficacy (Barlow, Williams, & Wright1996; Leganger, Kraft, & Rgysamb, 2000;
Schwarzer et al, 1997). The GSES has been assbwidtepsychological well-

being in patients with arthritis (Barlow et al, B)@&nd is a significant predictor of
health status and quality of life in cystic fibregiatients (Wahl, Rustoen, Hanestad,
Gjengedal, & Moum, 2005). The GSES is includecdhis thesis to assess if self
efficacy measured prior to living donation was pctde of recovery post

donation/transplant.
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The GSES is made up of 10 statements relatingwoahperson may deal with a
novel or difficult situation e.d.can always manage to solve difficult problenis if
try hard enoughParticipants are asked to consider how much gaténsent
applies to them and to make the appropriate regpoms 4-point likert-type scale:
Not at all true, Hardly true, Moderately true, Exbctrue. Each response is scored
1-4 respectively with no reverse scoring requifadmmated scores range from 10

to 40 with higher scores indicating greater gense#l efficacy.

2.10 Hospital Anxiety and Depression Scale (HADS)
(Zigmond and Snaith, 1983)

High levels of depression and anxiety have beendon patients awaiting liver and
kidney transplantation when compared to healthyrotsand transplanted patients,
and pre transplant anxiety, in particular, has jmesly been found to influence
quality of life post liver transplant (Martin, Twee& Metcalfe, 2004; O'Carroll et
al, 2003). Longitudinal studies generally suppbet benefits of transplant in
reducing anxiety and depression, but the proceclamealso result in an increase in
such distress for a percentage of recipients (&msen, Ehlers, Raichle, Bertolatus,
& Lawton, 2000; Goetzmann, Ruegg, Stamm, AmbuhEBer, Halter et al, 2008;
Virzi, Signorelli, Veroux, Giammarresi, Maugeri,ddietti et al, 2007). Following
living kidney donation, Martin et al (2004) founecipients had depression and
anxiety scores higher than patients who had redeavdeceased donation, and
comparable to patients on dialysis, whilst Erim anlleagues found improved
affect scores in living liver donors following ddien (Erim, Beckmann, Kroencke,
Valentin-Gamazo, Malago, Broering et al, 2007).W&tch results in mind we
considered it important to include a measure ofetyand depression in this thesis

to allow changes to be explored from pre to pestd donation.
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The Hospital Anxiety and Depression Scale (HAD$g(8ppendix 11) was

employed as a measure of depression and anxidtynwtitis thesis. The HADS is a
commonly used measure and owes its popularitystmliust and simple format. It
has been used previously in transplantation reBd&mm et al, 2007; Goetzmann

et al, 2008; Martin & Thompson, 2002; Martin et2004; O'Carroll et al, 2003).

The HADS was first developed in 1983 by Zigmond &mnehith. The original
purpose of this measure was to identify individwaith possible depression and
anxiety disorders within medical patients (Zigmdh&naith, 1983). It was hoped
that the measure would serve to highlight to decpatients with emotional
disorders that went beyond emotional reactionséa physical diagnosis and

symptoms (Johnston, Pollard, & Hennessey, 20001I§r2003).

The measure is made up of 7 non-somatic staterpertaning to depression and 7
to anxiety, presented in an alternate format. Eaatement has four response
options available which vary in degree of emotiahiatress and are scored 0-3,
with 3 assigned to the response option depictieghtghest distress, e.gNot at

all” (score 0);From time to time, occasionally{score 1);A lot of the time”

(score 2), antiMost of the time”(score 3). The participant is asked to consideh ea
statement with regards to how they have felt okermgast week and respond
accordingly. Total scores for the depression aniendomains each range from 0-
21 with higher scores depicting higher levels gfrégsion and anxiety respectively.
Despite some argument over the most appropriateftatore to distinguish
individuals with and without a possible depressiomanxiety disorder, a recent
literature review supported the authors’ origimadtruction to have a cut off score of

8 (Bjelland, Dahl, Haug, & Neckelmann, 2002). Seap€8 and above can be
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divided further into three groups allowing cliniogan indication of the disorder’s
severity: mild (score 8-10), moderate (score 11dtSevere (score 16-21)

(Zigmond & Snaith, 1983).

Although the scoring of the measure can highligiggible disorders to a clinician,
the language used within the measure itself doeshuw a transparent link to a
mental health problem. This, in addition to its gienlayout and quick and easy
completion renders it an acceptable measure fowithen a patient population

(Johnston et al, 2000; Snaith, 2003; Wilkinson &@&ak, 1988).

Since its inception, research has been conductexstohe reliability and validity of
the measure. The first review of the literature waklished in 1997, and it was
concluded that the HADS was a “reliable and vaistiument for assessing anxiety
and depression in medical patients” (Herrmann, L9Bis finding was supported
in a more recent review, which included researebliring the HADS in both
medical and non-medical populations (Bjelland e2@D2). The internal reliability
and test/retest reliability has additionally beenfamed in a sample of patients
with end stage renal disease (Martin & Thompso0220
2.11 Cambridge Neuropsychological Test Automated

Battery (CANTAB) (Sahakian & Owen, 1992)
Previous research has shown the existence of caguieficits within patients
suffering from renal disease (Gelb, Shapiro, HillThronton, 2008) and liver
disease (O'Carroll et al, 1991). A biological exglion for the existence of
cognitive impairments within these patient groug®ains complex however, it is
generally thought to be the result of toxins, ndiynexpelled from the body via a

healthy working liver or kidneys, accumulating withhe blood stream (Collie,
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2005; Pliskin, Kiolbasa, Hart, & Umans, 2001). Séschave shown that
transplanted patients generally perform at a Isirellar to the healthy population,
suggesting that cognitive deficits may be revees(riva, Hansraj, Thompson,
Jayasena, Davenport, Harrison et al, 2004; KraMad|, Stockenhuber,
Yeganehfar, Eisenhuber, Derfler et al, 1996; ScHalédncke, Kraft, Wein, &

Rogiers 2004).

Despite evidence for cognitive improvements, oitedies have suggested that
impairments do not completely return to a norme¢lewith transplanted patients
performing below the level of healthy controls (et al, 2008; O'Carroll, Turner,
Flatley, McGregor, & Hayes, 2008). As cognitive mmmnent can have a
detrimental effect on adherence to medication aivita, and other psychosocial
factors e.g. employment, it is an area that urgeetjuires further investigation
(Griva, Thompson, Jayasena, Davenport, HarrisoNg&man, 2006). The majority
of previous studies have been cross-sectionalsigddout longitudinal studies with
assessments conducted pre and post kidney otiaresplant would allow more
insight into the nature of impairments and improeets in neuropsychological
functioning. For this reason a brief neuropsychmalgest battery was employed

within the current research at each of the thmee points.

Studies reported to date that have assessed a@ghitictioning in liver and kidney
patients have mostly employed traditional neuropeiagical tests such as the Trail
Making Test (TMT) and the Mini-Mental State Exantioa (MMSE). It has been
suggested that such tests may not be sensitiveghriothighlight subtle cognitive
deficits and that computerised tests may be mkedylto detect any changes, as

found in a study involving patients following coary surgery (Silbert, Maruff,
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Evered, Scott, Kalpokas, Martin et,&000). Therefore a computerised battery of
neuropsychological tests, collectively known as@aenbridge Neuropsychological
Test Automated Battery (CANTAB)yas selected for use within this study.
CANTAB has been used extensively with psychiataopydations and patients with
known neurodegenerative diseases such as Alzhaimisgase (Fray, Robbins, &
Sahakian, 1996). Its validity and reliability haseb established in such studies

(Levaux, Potvin, Sepehry, Sablier, Mendrek, & S2p07).

CANTAB was originally developed in 1986, by Barb&ahakian, Trevor Robbins
and colleagues, at the University of Cambridge.rélage a total of 19 tests
included in the battery and each has been desitgnaskess either memory,
attention or executive function (Levaux et al, 200he strengths of CANTAB lie
within its ease of use (including touch screenoasps), administration and storage
of data, and being able to record participant aamuand speed in milliseconds
(Fray et al, 1996; Levaux et al, 2007).The avaligbof parallel versions of tests

also lends itself particularly well to longitudingtudies.

In order to keep the participation requirementa toinimum only four of the
CANTAB tests were administereltotor screening (MOT)Reaction time (RT))
Rapid Visual Information Processing (RVB)dDelayed matching to sample
(DMS). These tests specifically test memory and attensiod include measures of
psychomotor speed, cognitive abilities specificédiynd to be impaired pre kidney
transplant and improved upon post kidney transgl@nva et al, 2004; Griva et al,
2006; Lacerda, Guimaro, Prade, Ferraz-Neto, KagaAmndreoli, 2008). Liver

transplant candidates have shown impairment irethegnitive abilities which
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improve when a transplant is received althoughaheays to a level comparable

with norms (O'Carroll et al, 2003; O'Carroll et 2008; Schulz et al, 2004).

Within each test, a practice session is incorpdratel scripted instructions are read
to the participant. The computer generated resuoltsist of an array of output
variables and the most relevant two were selectad €ach of the tests for analysis
in this thesis:

MOT: This is a screening test to highlight participdifficulties in understanding
simple instructions, and visual and movement probldt is therefore
recommended to be given at the start of every CABITésting session but is not
included within the analysis. It allows the paggnt to become accustomed to the
computer and touch screen format and follows aralrdemonstration from the test
administrator. The test itself takes 3 minutescmimister.

RTI: This is a test of reaction and movement time wiheth a predictable and
unpredictable visual stimuli is presented. Reactiod movement times assess
cognitive and motor function respectively. In tivstfsection the participant is
asked to release a button and touch a specificadirtds@ screen following
presentation of a yellow spot. In the second segtite yellow spot can appear in
any one of 5 specified areas and the participarst mowch the screen wherever the
yellow spot appeared. This test takes approxim&ehynutes to administer. A
parallel version of this test is performed at eafcthe three times points (pre-
transplant, 6 weeks post transplant, and 6 morgbstpansplant) to reduce the
possibility of practice effects. The speed with ethihe button is released (Reaction
time), and the speed with which the correct locaisoselected (Movement time),
when 5 choices are present, are the selected otdapables for analysis. The

distinction between reaction and movement timaasight to differentiate any
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deterioration in motor function from deteriorationcognitive function.

RVP. This is a test of sustained visual attention iaformation processing. This
test involves the presentation of numbers 2 topapng in a random order, one at
a time in a box in the centre of the computer strébe digits change at a speed of
100 digits per minute. The participant is instrdcte press a button whenever they
see any of the three specified target sequendbsesf numbers (357, 246 and 468).
This test takes approximately 7 minutes to adnmenisthere are no parallel versions
available and so the same test is run at the thfiseent time points. The number

of times the sequence is correctly responded tta(hits) and the time taken to
correctly respond (Mean latency) are the selectegpud variables for analysis.

DMS. This is a test of visual memory, involving immaii and delayed perceptual
matching. The participant is presented with a pattenstructed of 4 parts, each a
different colour. Below this pattern are four mpegterns from which the
participant is asked to select the one that istidainto the pattern presented in the
top half of the screen, by touching the correspoggiattern. Of the four choice
patterns one is identical to the original, one th@ssame shape as the original, one
has the same colour order as the original andaebvel distractor (both shape
and colour order is different to the original). T¢teice patterns are either displayed
simultaneously, with the original pattern showrthia top half of the screen, or the
original pattern is first removed before the ch@egterns are displayed. Choice
patterns are either displayed after a delay ofd), #2 seconds. This test takes
approximately 10 minutes to administer and a palra#irsion is presented at each
of the three time points. The total number of pagecorrectly remembered after the

longest delay of 12 seconds (Correct delays at@28), and the speed of response
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when the correct pattern is identified (Mean laj@raze the selected output

variables for analysis.

The tests are completed in the order listed abblreRVPis considered a more
demanding test compared to R&l andDMS and therefore it was decided to place
this in the middle. It was felt that to introdutésttest first would discourage
continued participation and to complete the testtwaould possibly leave

participants feeling disheartened by the neuropsycfical testing section.

2.12 Rivermead Behavioural Memory Test (RBMT) (Wil son,
Cockburn, Baddeley, & Hiorns, 1989)

As indicated in the previous section describing@ANTAB, studies have
indicated that pre transplant patients often prieath impairments of memory that
can improve post transplant (Gitlin, Lewis, & Hiekl 1986; Griva et al, 2004;
O'Carroll et al, 2003; Pliskin et al, 2001). The CPAB includes a test of visual
memory DMS) but verbal memory was also deemed an importgaciso
investigate since performance in this area hasiquely been found to be superior
with kidney transplant patients compared to thasedialysis (Griva et al, 2004).
Subtests from the Rivermead Behavioural Memory TRBMT) were therefore

employed in conjunction with the CANTAB.

The RBMT is a well validated battery of tests dasigjto emulate everyday
memory tasks suitable for repeat testing in ordenonitor changes in memory
over time. The RBMT consists of 12 subtests of mgrnbat to keep participation
time to a minimum, only the 2 subtests designesptxifically measure verbal
memory were employed in this stu@tory ImmediatandStory Delayed

Story immediateParticipants are asked to listen carefully th@rsstory read out
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by the administrator and then to repeat back asraathey can remember (see
Appendix 12 for example of story used). The stargtains 21 items for the
participant to remember. A score of 1 point is gier each item remembered
correctly and a half point for items partially remiaered. Raw scores are therefore
out of 21 with a higher score indicating betterrstterm working memory.

Story delayedAfter a filled delay participants are asked éylremember the story
that was read to them earlier and are instructeddall as much as they can at that
point. The delay was approximately 1 hour. Agapoint is given for each item
remembered correctly and a half point for itemgially remembered. If the
participant cannot remember the story, the inteverecan give a prompt ofThe
story began with (first 2/3 words of statylf a prompt is necessary, 1 point is
deducted from the participant’s total score. Agawmr scores are out of 21 and

higher scores indicate better short term memorgtfan.

There are 4 parallel versions of the story avadlatithin the Story immediate and
Story delayed subtests, making it suitable fomgiiudinal study whereby

participants are re-tested at a later date.
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Chapter 3 Living liver donation: Attitudes of the
general public and general practitioners in
Scotland

3.1 Abstract

Objective: In April 2006, the Scottish Liver Transplant UmtEdinburgh became
the first NHS transplant unit in the UK to offerudidto-adult Living Donor Liver
Transplantation (LDLT). This procedure allows altigaindividual to donate part
of their liver to someone with end-stage liver dse With donations from the
deceased in short supply, this procedure has tecity to save lives. The aim of
this study was to explore the attitudes of the ganmublic and general practitioners
(GPs) towards LDLT, before its implementation.

Design A total of 1041 members of the Scottish geneudllic and 155 GPs
working in Scotland participated in this study. gwency counts and chi square
tests were employed to evaluate results.

Method: Participation involved completion of a short qumsnaire devised for this
study.

Results Frequency counts showed that only 34% of the iggipeiblic wish to
donate their organs following death compared to 8%Ps. With regards to an
acceptable risk of death before volunteering toati®n25% of GPs would accept a 1
in 20 risk of death, whereas 50% of the generalipeither could not make a
decision or selected “No risk”.

Conclusiont The majority of participants supported the optd.DLT; however

the question of how well people understand the epnof risk was highlighted in

this study.
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3.2 Introduction

Liver disease can take many forms, from the autaimerdisorder primary billiary
cirrhosis, to alcohol induced liver cirrhosis. Refjass of cause, progression of the
disease will inevitably lead to a number of pasergquiring a liver transplant.
However, the shortage of livers donated followimgith means that not every
person in need of a liver transplant will receivie gsee Chapter 1:General
Introduction for more information). Many patienth@vmake it on to the liver
transplant waiting list either have to be remowvenif the list or die before a suitable
liver becomes available. In Scotland alone, betwigan 2006 and December
2006, 13 patients died whilst on the elective litransplant waiting list and 35
patients were added (unpublished data taken frenstottish Liver Transplant
Unit's database). The situation fails to show agns of improvement as the
incidence of liver cirrhosis continues to increas@ritain. In Scotland, the rate of
death from cirrhosis of the liver is one of thehliegt rates in Western Europe (Leon

& McCambridge, 2006).

In an attempt to increase the donor pool, redue@athount of time a patient needs
to wait for a transplant, and therefore minimise number of deaths on the liver
transplant waiting list, an alternative to trangpdgions using livers from deceased
donors has been developed. This new surgical pooeasl known as Living Donor
Liver Transplantation (LDLT) (see Chapter 1 for dgstion). Despite the risks
involved for the healthy donor, the immediate béseff LDLT means the
procedure has gained widespread acceptance assaliing treatment for adults

with severe liver disease (Shrestha, 2003).

The UK'’s first NHS LDLT programme commenced at 8eottish Liver Transplant

Unit (SLTU) in April 2006. Prior to the LDLT progname starting in Scotland it
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was considered important to ascertain the viewkeBcottish population regarding
the introduction of LDLT and the implications footential donors and recipients.
Attitude surveys on LDLT have previously been cartdd, but have focused either
on the general public or medical professionals isgply (Cotler, Cotler, Gambera,
Benedetti, Jensen, & Testa, 2003; Cotler, McNutil FBanaad-Omiotek,
Morrissey, Abrams et al, 2001; Neuberger et al,3300hese previous studies have
each found support for the option of LDLT whilsghiighting the moral and ethical

issues to be considered.

Within this study, we assessed both the Scottisiergd public and General
Practitioners (GPs) employed within Scotland usirgsame attitudinal measure.
This was to allow direct comparisons between thedgvroups. GPs were selected as
a comparison group due to their role as medicdkpsionals not directly involved

in liver transplantation, but to whom future patgrnhe general public, may turn to

for health related advice.

3.3 Hypotheses

o GPs will have more awareness of LDLT than the garmirblic.

o GPs will show stronger support than the generaliptir the introduction

of LDLT in Scotland.

3.4 Methodology

The aim of this study was to investigate attitudegards Living Donor Liver
Transplantation and was a between-group design.gragps were selected for
participation in this project: a representative genof the general public and GPs in

Scotland. A short questionnaire, suitable for lgthups, was developed
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specifically for this study. Ethical approval wasugted by the Lothian NHS Ethical

Review Committee (letter dated, Novemb&rZ05).
3.4.1 Participants

3.4.1.1GPs

Each of the 15 Scottish NHS Health Boards wereamat in order to obtain the
names and addresses of GPs employed in that apeaevé advised by the regional
co-coordinator from the Scottish Practices anddasibnals Involved in Research
(SPPIRe) organisation that in order to recruit aimum of 100 GP patrticipants, it
would be necessary to invite approximately 300audipipate. For each health
board, 7.6% of the GPs listed were randomly seleit@eceive an invitation to
participate in the study. A random number genenatig used to select the GPs
from each health board who would be asked to ppatie. A total of 301 GPs were
sent an invitation pack. This pack consisted af\ec letter (see Appendix 13), a
copy of the questionnaire and a stamped addressetbpe. The cover letter
explained the purpose of the study, why they hamhlevited, what participation
would involve, and that consent to use their dathé analysis was automatically
accepted with return of the questionnaire. Paiitip were instructed to return the
completed questionnaire in the stamped addressedope provided. A total of 155
(51.5%) GPs completed and returned the question(aiale = 53.5%, female =
46.5%). Age was categorized into 6 groups fromal63 years and above with
32.3% and 40% of GPs falling in the 35-44 and 4%+&drs categories respectively.
Due to the training requirements of GPs, no pardicts fell into the 16-24 age

range. Data collection was conducted between Noeeatd December 2005.
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3.4.1.2General Public

An external independent research company was emglwycollect attitudinal data
from the general public. Market Research UK (MRWiéhducts a monthly survey
with a representative sample of the Scottish guiybulation, interviewing
participants in their own homes. MRUK divide theoBish map into 52
constituency-based sampling points. The size di sampling point is
representative of the geographic population spréadicipants are randomly
selected within each sampling point although quatasestablished for age, gender
and socio-economic status. Interviews are limitedrte per household. The
questionnaire developed for this study was add@&dR&JK’s monthly omnibus
survey. Data collection was from"1117" November 2005. MRUK researchers
informed each participant that the answers theg geare to be treated
confidentially. Prompt cards were employed to alfmavticipants to read the
possible answers to the questions read out by RREKIresearcher. A total of 1041
members of the general public were interviewed éwadl9.6%, female = 50.4%).
Due to the quota requirements of MRUK, between%3ahd 19.1% of the general
public were found in each of the 6 age categoaaging from 16 to 65 years or

maore.

3.4.2 Questionnaire

A list of questions were devised and sent for neviy three medical professionals
within the Scottish Liver Transplant Unit. The gtiess were largely influenced by
previous attitudes surveys (Cotler et al, 2003jeZ @t al, 2001; Neuberger et al,
2003) and touched upon issues such as the circnoestainder which someone
would and would not donate, and the practical, framd ethical aspects of

coordinating a living donation programme. The decisvas made to only include
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questions relevant to the proposed LDLT programmit@dotland. For example, as
the programme will only allow adults to donate kmse adult relatives, questions
pertaining to donation to children and strangerseveenitted. The final list of
guestions covered the following topics: previouswledge of LDLT; willingness
to donate following death; justification for LDLTipancial reimbursement for
donor; responsibility for donor payment; acceptdélels of risk; possible donor
complications, and support for LDLT to be offerbdoughout the UK. A total of 15
guestions, each requiring a simple tick-box respowere included in the final

questionnaire.

3.5 Results

Frequency counts were generated for the respoogaxh question. Differences
between the two groups were analysed using chirsduasts. Whilst the two
groups did not significantly differ on gender, thstribution of age ranges did

significantly differ §2(5, n =1196) = 99.73, p<0.01).

For questions 4a to 4e, 7 and 8, the responseblessrongly disagreand
disagree andneither agree nor disagremnddon’t knowwere collapsed to ensure
adequate cell sizes for chi-squared analysis. éhganse variablegrongly agree
andagreewere kept separate as the cell sizes were accegtatdnalysis. For
guestion Strongly oppos@ndtend to opposwere combined as wereither
support nor opposanddon’t know The variablestrongly supporandsupport

remained separate.

Question 1: Had you ever heard of LDLT before now?
A significant difference was found between therdsition of responses for GPs

and the general publig{(2, n =1196) = 41.60, p<0.01). A higher proportain
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GPs (76.8%), compared to the general public (49.8%) heard of LDLT before

completing the questionnaire (see Table 3-1).

Question 2: Do you wish to donate your organs wheyou die?

A significant difference was found between the tyvoups with regard to the
distribution of responseg{ (2, n = 1196) = 152.02, p<0.01). A higher proportof
GPs (85.2%) stated that they wished to donate tilngans when they died
compared with the general public (33.6%). In casttra higher proportion of the
general public either selected “no” or “don’t knowhen compared to GPs (see

Table 3-1).

Table 3-1: Previous knowledge of LDLT and willingnss to donate following
death

Response %

Don't
know /
No
Question Group N Yes No response
O1: Had you ever heard of CFPS 155 768  23.2 i
LDLT? before now? General
public 1041 49.3 49.0 1.7
Q2: Do you wish to donate " 155 852 135 1.3
your organs when you die? General
public 1041 33.6 37.5 28.9
Q3: Are you currently on the GPs 155 66.5 323 13
donor register or carry a General : : :
2
donor card" public 1041 195  79.3 1.2

3_DLT = Living Donor Liver TransplantatiofGPs = general practitioners

Question 3: Are you currently on the donor registeror carry a donor card?
A significant difference between the distributidrr@sponses for GPs and the

general public was foungt{ (2, n =1196) = 157.10, p<0.01). A higher propartas
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GPs (66.5%) said “yes” compared with the generhlip{19.5%), and a higher
proportion of the general public (79.3%) said “mompared to GPs (32.3%) (see
Table 3-1). Of the general public who wished toatertheir organs following their
death, 55.4% were either on the donor registeaored a donor card. Of the GPs
who wished to donate their organs after death, W@&¥e either on the donor register

or carry a donor card.

Question 4a: To what extent do you agree that NHSansplant units have a
duty to their patients to offer adult Living Donor Liver Transplantation?

There was a significant between-group differencesponse to this questioyf (3,
n =1196) = 29.61, p<0.01). Although the majoritypatticipants within each group
agreed with the statement, the proportion of GPs stiongly agreed with this
statement (14.2%) was lower than the proportiothefgeneral public who
indicated strong agreement (28.0%). GPs were nikely than the general public

to neither agree nor disagree with this statensed [able 3-2).

Question 4b: To what extent do you agree that it isnportant for Scotland to

be competitive in the health/medical field by offeéing new surgical procedures?
A significant between-group difference was founthwegards to this questiop?(
(3, n =1196) = 33.52, p<0.01). Again the majorityarticipants within each group
agreed with the statement (48.4% and 47.1% fogémeral public and GPs
respectively). However, a larger proportion of GBkected either “disagree” or
“neither agree nor disagree” compared with the g@nmublic. In addition, a higher
proportion of the general public strongly agreethvihe statement compared with

GPs (see Table 3-2).
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Question 4c: To what extent do you agree that th@creasing number of deaths
on the liver transplant waiting list justifies therisk LDLT poses for an

individual donor?

A significant between-group difference was founthvwhe responses to this
question £ (3, n =1196) = 44.04, p<0.01). Within both grotips majority of
participants agreed with the statement. Howevaigler proportion of the general
public (23.2%), compared with GPs (9.7%), stroraglyeed with the statement. In
contrast, a higher proportion of GPs (16.1%) disadwith the statement compared

with the general public (5.2%) (see Table 3-2).

Question 4d: To what extent do you agree that theusgeon and medical team
would not perform the operation unless they were adident of a positive
outcome for both the donor and recipient?

There is no statistically significant relationshigtween the groups and their
response to this questiog’((3, n =1196) = 7.57, p = 0.06). The distributidn o
responses did not significantly differ between @Rd the general public. Within

each group, the majority of participants agreedhwhis statement (see Table 3-2).

Question 4e: To what extent do you agree that theothor should be paid travel
expenses and any loss of earnings obtained duriniget transplant experience?

A significant difference exists between the twoug® with regard to their
distribution of responseg{ (3, n =1196) = 18.13, p<0.01). The majority of
participants within each group responded “agrelgwever, a larger proportion of
GPs (11.6%) disagreed that the donor should bet@aidl expenses and any loss of

earnings compared with the general public (4.5%¢ (Eable 3-2).
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Question 5: Who do you think should pay this moneytravel expenses and loss
of earnings) to the donors?

There is no statistically significant between-graifference ¢ (4, n =776) = 8.57,
p= 0.07). The distributions of responses for the groups do not significantly
differ. Within each group a large majority of paipants believe that the
Government should pay travel expenses and anyfasarnings to the donor (see

Table 3-3).
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Table 3-2: Justification for LDLT and financial rei mbursement for donor

Response %

A\1%4

Neither
Strongly agree nor

Question Group N Agree Agree disagree Disagres
Q4a: NHS transplant units have a duty to their patientsfter adult LDLT’. GPs 155 14.2 40.0 36.8 9.0

General public 1041 28.0 44.2 24.7 3.2
Q4b: It is important for Scotland to be competitimghe health/medical field GPs 155 25.8 47.1 20.6 6.5
by offering new surgical procedures.

General public 1041 35.9 48.4 14.8 0.9
Q4c: The increasing number of deaths on the Ingrsplant waiting list GPs 155 9.7 51.6 22.6 16.1
justifies the risk that LDLT poses for an individanor.

General public 1041 23.2 40.0 31.6 5.2
Q4d: The transplant surgeon and medical team wuoatigherform the
operation unless they were confident of a posiwtome for both the donor GPs 155 36.1 458 14.2 3.9
and recipient. General public 1041 305 41.7 23.9 3.9
Q4e: The donor should be paid travel expenses aytbas of earnings during GPs 155 23.2 43.9 21.3 11.6
the transplant experience.

General public 1041 26.0 38.5 30.9 4.5

3HS = National Health ServicB;DLT = Living Donor Liver TransplantatiofGPs = General practitioners



TS

Table 3-3: Responsibility for donor payment

Response %

Don’t know
Recipient or The The / No
Question Group N  theirfamily  hospital Government Charities response
Q5: Who do you think should pay travel expenses andGP§ 155 58 1.9 8L.7 5.8 4.8
i ?
loss of earnings to the donor? General Public 1041 4.8 4.3 75.1
3.1 12.6
Table 3-4: Acceptable levels of risk
Response %
Don't
know/
lin lin lin lin lin lin No No
Questions Group N 20 50 100 500 1000 2000 risk response
Q6a: Acceptable level of risk of death for GPs 155 8.4 5.2 21.3 18.7 17.4 23.9 13 3.9
someone donating to a loved one. General public 1041 7.4 6.5 9.1 7.0 88 128 181 30.3
Q6b: Acceptable level of risk of death for YOU GPs 155 25.2 15.5 20.0 9.0 12.3 14.2 ) 3.9
before you would donate to a loved one. General public 1041 11.6 9.8 8.5 4.9 6.1 88 185 31.7
Q6c: Acceptable level of risk of death fora  Gps 155 2.6 3.9 23.2 13.5 16.1 245 135 2.6
LOVED ONE if they were donating part of their
liver to you. General public 1041 3.2 5.8 6.0 54 8.8 12.5 29.9 28.5

%GPs = General practitioners




Question 6a: What level of risk of death, if any, d you feel is acceptable for
someone donating to a loved one?

A significant between-group difference was founthwegards to an acceptable
level of risk for someone donating to a loved oyfe(7, n =1196) = 121.43,
p<0.01). A higher proportion of the general pubtiompared with GPs, either could
not respond to this question or stated that onlyistowas acceptable (see Table 3-

4).

Question 6b: What level of risk of death, if any, d you feel is acceptable before
you would donate to a loved one?

A significant between-group difference was foupdl (7, n =1196) = 122.19,
p<0.01). A higher proportion of the general pupbtiompared to GPs, either could

not decide upon an acceptable level of risk or elmusrisk (see Table 3-4).

Question 6¢: What level of risk, if any, do you fdds acceptable for a loved one

if they were donating part of their liver to you?

A significant between-group difference was foupd (7, n =1196) = 134.40,
p<0.01). Again, a higher proportion of the gengrablic, compared to GPs, either
could not select an acceptable level of risk orelved no risk was acceptable (see
Table 3-4). For both groups, participants were areg to accept a higher degree of
donor risk when they were donating compared to vhkrved one was donating to
them e.g. 25.2% of GPs would accept a 1 in 20afsleath if they were donating

but this fell to 2.6% if a loved one was donatiagtem.
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Question 7: To what extent do you agree that thegmssible problems (e.g.
abdominal pain, leaking scars, difficulty sleeping)ill affect a person’s

decision to donate?

A significant difference between the distributidir@sponses for the general public
and GPs was foung{ (3, n =1196) = 37.67, p<0.01). Within each group t
majority of participants agreed that such posgiotdblems would affect a person’s
decision. However, a higher proportion of GPs agj@estrongly agreed compared

with the general public (see Table 3-5).

Question 8: To what extent do you agree that posdésocial and financial
difficulties will affect a person’s decision to doate?

A significant between-group difference was foupd (@, n =1196) = 32.71,
p<0.01). Within each group the majority of partens agreed that a person’s
decision to donate would be affected. Howevergadr proportion of GPs agreed

compared with the general public (see Table 3-5).

Question 9: To what extent do you support or opposthe introduction of

LDLT throughout the UK?

A significant difference between the distributidrresponses for GPs and the
general public was foungt{ (3, n =1196) = 11.63, p<0.01). Within both grotips
majority of participants tend to support the intnotion of LDLT throughout the

UK. However, a higher proportion of GPs support ODtompared to the general
public, whilst a higher proportion of the generabfc are unsure compared to GPs

(see Table 3-6).
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Table 3-5: Possible donor complications

Response %

Neither
Strongly agree nor
Question Group N Agree Agree disagree Disagree
Q7: To what extent do you agree that possible naégioblems (e.g. abdominal GPS 155 10.3 61.9 9.0 18.7
pain, leaking scars, and difficulty sleeping) vaiffect a person’s decision to donate@eneral oublic 1041 20.2 44.4 247 10.8
Q8: To what extent do you agree that possible kao@ financial difficulties (e.g. GPs 155 11.6 67.1 8.4 12.9
future employment, mortgage applications, and haatturance premiums) will
affect a person’s decision to donate? General public 1041 21.4 47.3 22.6 8.7
Table 3-6: Support for LDLT to be offered throughout the UK
Response %
Neither
support
Strongly nor
Question Group N Support  Support oppose Oppose
Q9: To what extent would you support or opposeittreduction of LDLT in GPs 155 21.9 62.6 12.3 3.2
NHS’ transplant units throughout the & General public 1041 21.6 522 240 2.2

*GPs = General practitionef&,DLT = Living Donor Liver TransplantatiofNHS = National Health Servic8JK = United Kingdom;




3.6 Discussion

As hypothesized, GPs were more aware of the opfidiving Donor Liver
Transplantation (LDLT) but GPs did not consistetityd stronger positive views,
perhaps suggesting some reservations to the irdtioduwf LDLT within the

medical community.

GPs and the general public gave particularly déffieresponses with regard to the
wish to donate organs following death. Only onedtloif the general public stated
that they wished to donate their organs when tlegy compared with 85% of GPs.
Of the general public who said they wished to denanly 55.4% were on the
donor register or carried a donor card. This isamparison to 78% of GPs. It can
therefore be suggested that GPs are more supptréimehe general public towards

the process of deceased organ donation and trautesiden.

At the time of writing this study, a recent repodicated that only 29% of the
Scottish population were on the organ donor reg{§eottish Transplant
Coordinators, 2007). The donor register is a vdkiaburce of evidence of a
person’s views regarding organ donation, partitylaseful if there is any doubt
within the family as to what their recently decehsaative would have wanted.
Confirmation of a person’s wishes has become mmoportant since the
implementation of the Human Tissue (Scotland) AQ&(Scottish Executive,
2006) (see Chapter 1. General Introduction). Raddhis, the annual report for the
Scottish Transplant Coordinators 2006/2007 indct#tat 27.5% of families
approached regarding consent for the removal df tektive’s organs refused

(Scottish Transplant Coordinators, 2007).
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It is important to note that within this study apximately one third of the general
public stated that theyid not wish to donate their organs following their death,
leaving another third who were undecided. Trangptaon using a liver from
someone who had died is the preferred method e$ptantation compared to

LDLT due to such transplants not subjecting a hggderson to the significant risks
associated with major abdominal surgery (confirnme@hapter 5: Views of

medical staff). LDLT is therefore only an altervatito donations from the deceased
and not a replacement. Establishing ways in whchundecided group within the
general public can be helped to make an informetsii® and how best to
encourage those in favour of organ donation to sa@kwe steps to join the organ

donor register remain crucial research challenges.

In relation to these challenges, an attempt tcei®e the number of people offering
to donate following their death has been suggestéie form of a system of
presumed consent (see Appendix 1). Presumed conseid result in all members
of the general public donating following their deanless they officially indicated,
in life, a preference to refrain from this actidimis topic has been at the centre of
much debate for many years, yet a recent survelidBritish Medical Association
revealed that 74% of participants in Scotland supjpe introduction of a system of

presumed consent (British Medical Associatipd07).

GPs and the general public accept the idea of LDLgeneral and believe it should
be offered to patients, but on a more personal kege appears to be less support
for the procedure. The first hurdle with promotangy living organ donation is
accepting that causing harm to one individual fenlgble when the objective is to

improve or save the life of another (Conesa, RRasnirez, Sanchez, Sanchez,
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Rodriguez et al, 2006). Within this current stuithg, majority of participants agreed
that the number of deaths on the liver transplaaitimg list justified the risk to the
donor, a finding similar to that of Cotler et aD@). However, approximately one
third of the general public and a quarter of GPeawmsure of their opinion
regarding this central issue. This suggests catbiards the acceptance of living

donation.

This study also demonstrated trust in the medicafiegsionals to only conduct an
operation when they were confident of a positiveeome. However, when asked to
put themselves in the position of a donor or resipand consider the risk of death
to the donor, support for LDLT was reduced. Thi akdeath for a living liver
donor is thought to be approximately 1 in 200, geidapproximately 30% of the
general public could not select an acceptable levetk and 20% chose no risk.
This finding highlights concerns that the genertddlr may not fully understand

the concept of risk, a conclusion also found imevus attitude survey (Neuberger

et al, 2003).

Previous studies have shown that understanding mecathenformation is difficult

for the majority of people in the general populatibBlowever, when numerical data
is described as a frequency (i.e. 1 in 200) as sggbto a percentage (i.e. 0.05%),
the information is considered more understanddbéery, 2004). For this reason,
within this study, the possible levels of risk welescribed as frequencies.
However, it has also been suggested that frequegeieerate more frightening
images, which may have contributed to our reselgsrding acceptable levels of

risk (Slovic, Monahan, & MacGrega2000).
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Research has shown that when making decisions akuheuristics are often

used to help reduce the complexity of the situati®erry, 2004). It has previously
been suggested that experts commonly refer tovhiéahle published statistics
when judging risk whereas lay people often relyrmre emotional factors, such as
the severity of the possible outcomes (Slovic, }98Hiis difference in judgement
could explain the results in this present studyrehg GPs appeared more
accepting of risk in this medical situation thaa general public. The risk questions
in this study asked for participants to considerbssible death of themselves or a
loved one and to do so in terms of a new operatioere the long term risks and
benefits are unknown. Such an emotive, negativéegbm which to make a
decision may have resulted in the general publicgomore cautious, leading them

to either not respond to the questions of riskete the “no risk” option.

This leads to the subject of message framing witherevay information is worded
can affect a person’s interpretation of a situatlnaming a situation in a positive
context has been found to affect decision-makirdyuarderstanding (Berry, 2004).
Had the levels of risk in this study been descriag@dhance of survival as opposed
to risk of death (i.e. 199 in 200 chance of survo@mpared to 1 in 200 risk of
death) the results may have shown greater supmokfLT (this is investigated
further in Chapter 7: impact of message framas ilinportant to note that in a
clinical setting, the potential donor and recipieaiuld have the risks and benefits
of LDLT fully explained to them before proceedingmthe operation. In Scotland
a donor advocate team (DAT) is in place to ensuméethe donor fully understands

the risks involved.
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The results highlight the altruistic nature of figidonation. A higher degree of risk
Is clearly acceptable for a participant when thesydonating to a loved one
compared to when a loved one is donating to thdns finding is similar to that of
a previous study whereby patients on a transplaiting list were found to be more
willing to donate than to receive a living donati{dmartinez-Alarcon, Rios, Conesa,
Alcaraz, Gonzélez, Montoya et al, 2005). Such figdihighlight possible implicit
pressures that may be involved in the decisioretmine a living liver donor.

Before a potential donor can be accepted for LOIb&,DAT has to be satisfied that
the individual is free from coercion, but given tticumstances surrounding LDLT
it may be impossible for implicit pressure to bengbetely absent. It is a challenge
for the donor advocate team working with the daonagstablish the pressures that
may be involved in the decision making processeaslire the donor is happy to

donate.

It is clear that the majority of participants suggbe introduction of LDLT
throughout the UK, with only a small percentageasipg the new procedure, a
response pattern similar to a previous study (Negydveet al, 2003). Participants are
aware of the need for an alternative method ofsplamtation for those on the
transplant waiting list, but with considerationtbé current risk involved and the
uncertainty of long-term outcomes, it would appiéat this support is,
understandably, guarded. However, it must be nibiat the time of data
collection less than half of the general public anty three quarters of GPs had
heard of LDLT. It is possible that acquiring funtheowledge and experience with
the procedure, and having more accessible infoamatbout the risks and benefits,
will affect the attitudes of the general public @Bs. Consequently, it is the

intention of the author to repeat this study agaien the LDLT programme in
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Scotland has been running for 2 years. This withvathe assessment of any

changes in attitude over time.

A limitation of this study can be found with regar the age ranges of the
participants. The distribution of age ranges sigaiitly differed between the two
groups due to the quota requirements of MRUK aedrtining and retirement
restrictions of GPs but this was not investigatathier. Future research could

assess the influence of age upon attitudes.

In summary, the majority of participants within bajroups showed support for the
introduction of Living Donor Liver TransplantatioHowever, there was a
significant difference in the distribution of res@s to the majority of questions,
between the two groups. Of particular interest thasgeneral public’s response to
the questions regarding acceptable levels of Hslf of the general public either
could not answer the questions or seleakedisk,a finding which supports
previously voiced concerns that many members ogéreral public have difficulty

understanding the concept of risk.
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Chapter 4 Considering Living Donor Liver
Transplantation: a qualitative study of patients
and their potential donors

4.1 Abstract

Objective: In April 2006, the Scottish Liver Transplant Ub#came the first NHS
transplant unit in the UK to offer adult Living DonLiver Transplantation (LDLT).
However, within the first 21 months of its availlilyi no patients on the transplant
waiting list had completed this treatment. Thiddgtwas designed to obtain the
views of patients and their families, in their rake potential donors, with regards to
the option of LDLT.

Design This study was of a qualitative interview desigrtotal of 21 patients and
20 potential donors participated and their respemgaEe analysed using thematic
analysis.

Method: A semi-structured, telephone interview was coreldievith each
participant.

Results The main reason why patients did not pursue LIMSE their perception
of risk to their donor and their anticipated fegbrof guilt if the donor was harmed.
However, many patients would possibly consider L[dsTa “last option”. For
donors, considering becoming a donor was an automeponse, driven by their
need to help their loved one survive. However, meration of the effects of
donating upon their own immediate family often sspéeed their wish to donate.
Conclusiont Potential donors need to be allowed time to amrsihe implications
of LDLT upon their own lives, yet it is essentiaht patients understand that LDLT
cannot be a last option, and realistic considenatictheir options should be

encouraged.
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4.2 Introduction

Traditionally, liver transplants are performed gsaliver donated by someone who
has died. However, a major problem with this praceds the insufficient number
of livers being donated following death to allowchuneeded transplants to be
conducted (Barber et al, 2006; British Medical Agabon, 2007). Patients
subsequently have no choice but to wait on thespiamt list until a suitable liver is
found. In order to reduce the amount of time agmaitmust wait for a liver, and
therefore increase the chance of performing a trarsplant when the patient is in
a relatively good state of health, Living Donor éiviransplantation (LDLT) has

been introduced (see Chapter 1: General Introdujctio

LDLT allows a healthy family member to donate partheir liver to a relative on
the transplant waiting list. In a recent systemagigew of the LDLT literature it
was reported that the mortality rate for adult dsmanged from 0.23 to 0.5 %
(Middleton et al, 2006). Morbidity rates rangednr@-100% (with a median rate of
16.1%) and included biliary leaks, wound infecti@msl pneumonia (Middleton et

al, 2006).

Additional advances in transplant procedures, sisctihe acceptance of livers for
transplant from non-heart beating donors (see Agigel), and the ability to split a
deceased donated liver to benefit two patientse li@en introduced and found to be
effective in increasing the much needed supplyvei$ (Neuberger & Gimson,
2007). However, in addition, medical advances lelaved the criteria for liver
transplant eligibility to be widened, subsequentlyreasing the demand for livers
(Neuberger & James, 1999). In Scotland alone, by 2806, approximately one
patient per month was dying whilst they waiteddateceased liver transplant

(McGregor, Hayes, & O'Carroll, 2008).
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Due to the shortage of donated livers in Scotland, in the knowledge that LDLT
Is gaining widespread acceptance in the USA, ASsmada and some parts of
Europe as an effective treatment for patients estti stage liver disease, the
Scottish Liver Transplant Unit (SLTU) submittedumdling bid to allow them to
provide the first LDLT programme in the UK. This svgranted and in April 2006,
the programme commenced. It was anticipated tleatitiit would perform
approximately 10 donor assessments in the first gfelne programme, with 50%
proceeding to LDLT. However, by December 2006,uhi had not yet formally
assessed any potential donors for LDLT despitermiiog all eligible patients on
the transplant waiting list that this was now agplole option. At this stage, with the
support of the SLTU, a qualitative research projeas developed to specifically
gain a better understanding of why patients orSitwttish liver transplant waiting

list, who were eligible for LDLT, were not pursuifiging donation.

Understanding human behaviour in relation to heatith illness is at the core of
health psychology research. Living liver donatisrirelatively new area of
research and as such little is known about thesaetimaking processes behind the
specific behaviour of a) accepting or not accepéiniging liver donation from a
healthy family member and b) donating or not dowgapart of your liver to a loved

one on the transplant waiting list.

Decision making theories have developed over tlaesyghifting from a scientific
description of rational thought processes to tletusion of other more
unpredictable factors e.g. personal experiencetiensand, social and
environmental contexts (Gordon, 2001). Psycholsdistve incorporated such

advanced decision making theories into models althdehaviour e.g. the Theory
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of Planned Behaviour (TPB) (Ajzen, 1988) and thaltteBelief Model (HBM)

(Rosenstock, 1966).

The TPB is one of the most widely used theoretivadlels in health behaviour. The
TPB explains behaviour as being guided by the idd&d’s attitude towards the
specific behaviour (i.e. beliefs about the outcarhthe behaviour itself), subjective
norms (i.e. beliefs about how other people willwide behaviour) and perceived
control over performing the behaviour (i.e. beliabout the possession of required
skills, information or opportunities) (Armitage &@ner, 2001). With the HBM,

the focus is on the costs and benefits, whichrilezidual perceives to be inherent
in the specified health behaviour. Consideratiogiven to their susceptibility to,
and the severity of, the said health problem, #neehits of performing the advised
behaviour and the barriers stopping them, and ateyrial or external cues to take

action (Ogden, 2003).

As already described LDLT can reduce the time #iteept spends on the liver
transplant waiting list and consequently can sheeptient’s life. It was therefore
considered to be important from a clinical and ycpslogical perspective to

establish why the decision to pursue the optiobRIfT had not yet been made.

4.3 Method

All patients considered by the medical team to petantial candidate for LDLT
receive an information booklet about living donatfoom the SLTU. Patients
awaiting re-transplantation, patients with acweirlifailure, and patients with other
medical or surgical contraindications are not cdesd suitable for LDLT. A list of
all patients who had received this information Hebkince the LDLT programme

commenced at the SLTU was obtained and each dettenof invitation to
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participate in this study (see Appendix 14). Coneadly, participants were either

currently on the transplant waiting list or hadeaiwed a deceased donation.

Each patient who participated was asked to prowviftemation about a family
member, who was aware of the LDLT programme atrdmgsplant unit, and could
be invited to participate. Thirteen patients preddhe name of one family member,
4 gave 2 names and 4 patients chose not to prawgéamily information. Family
members were interviewed due to their positionasmgial donors and will be

referred to as ‘donors’ throughout the remaindahif chapter.

All interviews were conducted between April and @ber 2007. At this stage it was
agreed that data saturation had been met. Etippabaal for this study was granted

by the Lothian Research Ethics Committee (lettéedial1th January 2007).

4.3.1 Participants

4.3.1.1Patients

A total of 32 patients were invited to participatehis study and 21 (65.63%) were
interviewed (7 did not wish to take part, 2 dietbpto participation, and the author
was advised by the medical team that 2 were tdo e contacted again). The
interview transcripts of 20 patients were analy@ephterview was lost due to
recording problems) and included 6 females and dksnwith an average age of
51.15 years (SD = 10.48; range = 30-68). For tlosthe transplant waiting list at
the time of interview (N=13), the duration of tiroe the list was an average of
205.69 days (SD = 113.99, range = 54 — 393). Fagehwvho had received a
deceased donation at the time of interview (N=479,average time previously spent
on the list was 127 days (SD = 47.01, range = 282). The liver disease that had

resulted in the need for a liver transplant vagad were often multiple, including
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Primary Sclerosing Cholangitis (N=6), Primary BijiaCirrhosis (N=5), Hepatitis C
(N=5), Alcoholic Liver Disease (N=3), Non-Alcoholiatty Liver Disease (N=2)
and Autoimmune Chronic Active Hepatitis (N=1). Foparticipants liver cancer,
Human Immunodeficiency Virus, haemochromatosisa@mmophilia were also

listed as having contributed to the need for tréargp

4.3.1.2Donors

A total of 21 family members were invited to pagete and 20 (95.24%) accepted.
This ‘donor’ group included 13 females and 7 malg) an average age of 43.22
years (SD = 10.48, range = 21-60). The natureefekationship with the patient
varied but mainly included daughters (N=5), wivls8), brothers (N=2), sisters
(N=2), and sons (N=2). The remaining 6 participamtse a father, mother,

husband, niece, partner and brother-in-law.

4.3.2 Data collection
We developed two interview schedules, one for deaod one for patients (see
Appendices 15 and 16). The topics covered in ba#rview schedules are listed in

Box 4-1.

Box 4-1: Interview topics

Brief summary of situation

Views on information pack distributed by transplanit

First reactions to learning LDLT was a possibleéapt
Perceived risks and benefits of LDLT for patiend @onor
Issues considered during decision making

Satisfaction with staff involved with LDLT progranam
Views on the set up of the LDLT programme at trdaaspunit
Other comments

The interview was not structured around one pderdheoretical model but rather

explored general areas derived from the literaumek through discussions between
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the author and colleagues. It was important to ideoa structured way for the
researcher to elicit feedback about the new LDLAgpsmme established
specifically within the SLTU, which in turn, woukhcourage participants to

describe their own personal thoughts and beligfarteng LDLT.

The researcher (and author) was an employee ddhersity of Stirling and
therefore independent from the transplant teama$t made clear that participation
would be confidential and would therefore not affaty treatment they, or their
relative on the waiting list, were currently redety. The researcher had not
previously met any of the participants. Each patiesss given the option of being
interviewed either in their own home, at the Rdpérmary of Edinburgh, or by
telephone. The SLTU is a national centre, senivey patients from all over
Scotland. As a family member, donors were not iastt to Scotland and
potentially could come from anywhere in the UK deyond. It was therefore
considered vital to be as flexible as possible wetipect to the mode of data
collection to allow all patients and their donaspecially those who do not live in
the Edinburgh area and those too unwell to traeehke part. All participants
selected a telephone interview. A consent form seaw to the participants once the
date and time for the interview was arranged (sggeAdix 17). Participants were
instructed to sign and return the consent forntkénstamped addressed envelope
provided with the consent letter. Each interviestéa approximately 30mins. All
interviews were carried out by the same researdhgitally recorded and

transcribed verbatim. Transcripts were anonymised.
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4.3.3 Data analysis

Thematic analysis was used to analyse the intertri@wgcripts. Thematic analysis
allowed the researcher to identify, analyse andntdpemes within the interview
transcripts (Braun & Clarke, 2006) (see Chaptéedneral Introduction, section
1.8). Potential themes were discussed and the tin@mes verified with a senior
colleague. For the purpose of this chapter the ésetimat emerged in relation to the
decision to pursue living liver donation or not aeported. Themes in relation to
the practical aspects of the living donation progree i.e. attitudes towards staff

and information packs are not included.

4.4 Results
Three key themes emerged from the transcripts teérga: Risk to donor, Potential
guilt, and Last option? Analysis of the transcriptslonors revealed three key

themes: Automatic response, Need to save life ant€n for personal situation.

Figure 4-1: Patient and donor themes

Patients
\ 4
Risk to donor Potential Last option?
guilt
Donors
A\ 4
Automatic Need to save Concern for
response life personal

situation
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4.4.1 Patient Themes

4.4.1.1Risk to donor
The main reason why patients were not activelygogsLDLT was their

perception of risk to their potential donor (seexBe2).

Box 4-2: Risk to Donor
(*Tx = transplanted, WL = on waiting list)

| didn’t actually want to entertain it. | wouldreétven go down, even dream of
putting any of my family through that sort of thjrde.
[Patient 4, WL]

Em, | wouldnae put anybody at risk to be honestjuist my personal point of
view. | wouldnae ask anybody to do that for me. lidgause there is a risk to it...
[Patient 6, TX]

It's not something I'm, I’'m even going to considerbe honest with you because
don’t feel | can put somebody else at risk.
[Patient 7, WL]

...It was just the side of it that | just felt, | dowant like, someone close to me
putting their self in danger.
[Patient 10, WL]

If it was, say, giving a pint of blood | would hasaid ‘Lovely’, no trouble at all. |
mean it was nothing against where the, the domer ivas coming from. It was the
principle of endangering somebody else’s life.

[Patient 13, Tx]

How do you ask somebody to put their life on time lior you? It's quite difficult.
[Patient 16, WL]

There were different levels of risk mentioned witkhe transcripts. The most
dominant being reference to risk of death, or ptgidnarm, to the donor. However,
reference was also made to perceived risk to therdoquality of life,
encompassing possible family strains, employmemantial and general health
problems. For many patients the level of risk régabby the professionals did not
appear to matter. The possibility of any risk praee them from pursuing living

donation. Patients did not want their healthy fgmmlembers to suffer in any way
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because of them. The patients knew only too welldffiects of liver disease and did
not wish to put a loved one in that position. Itswa relation to this perceived risk
that many patients believed it was something thaply could not ask of a family
member. The majority of patients agreed that livimgr donation was, in principle,
a good thing and many were encouraged to knowathather option was now
available, but they themselves could not make #wstbn to proceed. They felt
they could not ask a family member to contemplateating given the associated
risk involved. Patients did not want to explicilgk a family member to donate,
they did not want to be in a position whereby theyld be putting their loved ones
lives at risk and they did not want to be the caafdbeir loved ones’ pain,

discomfort, disability or even death.

4.4.1.2Potential Guilt

This feeling of responsibility for their donor’sféering is linked to another
common theme found within the patient transcriptdéential guilt (see Box 4-3).
Patients’ anticipated feelings of guilt, if anytgiadverse should have happened to
the donor as a result of the donation operatiopeaped to be too much to consider.
It was not just the risk to the donor that prevdrgatients from pursuing LDLT, but
in addition the guilt that would potentially follotlie operation. Again, like
perceived risk, different levels of guilt can bemndified. Guilt is anticipated if
‘anything happened’ and also more explicitly if th@nor ‘didn’t survive'.

However, when listening to the conversations ofgagents, the interviewer
interpreted the reference to ‘anything happeniisghaluding death of the donor. It
appeared that for many the thought of the donaattdwas too frightening to even
articulate. Many patients could not bring themseliespeak freely about the

possible death of the donor as it was too distngdsir them to think about.
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Box 4-3: Potential Guilt
(* Tx = transplanted, WL = on waiting list)

Plus if anything had happened and I'd been okaytaegd been poorly I just
would never have forgive, | wouldn’t have been abléve with myself.
[Patient 19, Tx]

No, it’s just purely that | don’t think | could levwith myself if it, you know, if |
actually, something happened to the other, you krleg&person who was donating
the liver or part of their liver.
[Patient 7, WL]

Oh gosh, you know what? | could never of, everad  on my conscience. That if
anything would have happened to her, | would hatae] wouldn’t, I couldn’t of
lived with myself, honestly.

[Patient 1,Tx]

| wouldnae like to think that I would like to coroeit ok and then something would
happen to her. | mean you couldnae live with ydéiisthat happened.
[Patient 12, WL]

I'd hate to think that | survived and the relatthat gave me the part didnae survive,
if you know what | mean.
[Patient 11, Tx]

Many patients understood that a liver transplarg thair only option for recovery
however, a living donation would consequently imeolheir loved one being
harmed and feeling ill for a period of time. To bénin the face of someone else’s
adversity is difficult for many transplant patietdsconsider. With deceased
donations, someone has had to die and anotheryfaasl had to lose a loved one
before the patient can receive a life saving treamdpHowever, with deceased
transplantation, feelings of personal responsibitivards the donor can be reduced
as the donor and their death were unconnectecetpatient. With living donation
the patient feels responsible for the donor’s sibmaand is witness to any adversity
experienced by the donor. Many patients descriloedthey could not live with
themselves if anything happened to the donor wthikst condition improved, with
some patients commenting that tiesuld’ve probably rather have died’rather

than put their loved ones at risk (see Box 4-3).
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4.4.1.3Last Option?

Despite the risk and anticipated feelings of guilany patients are acutely aware of
their perilous situation and their need for a litransplant, therefore the option of
LDLT is not completely disregarded. Some patiertsISDLT as a possible ‘last
option’ (see Box 4-4).

Box 4-4: Last option?
(*Tx = transplanted, WL = on waiting list)

Em, so | basically, put it (referring to the infaation pack about LDLT) at the
bottom of the pile and said something like, I'lbloat, you know, in a few months,
if you know, nothing happens or, you know, my caoiedi changes or anything, I'll,
I'll bring it out.

[Patient 19, Tx]

| thought well, it's not, although there is a dargyes side to it but if, if somebody
was wanting to, if things got so bad there, it Wasonly way | was going to
survive or whatever.

[Patient 4, WL]

No, if | was, if | did get that bad and that it was absolute necessity ....then we
would maybe consider it.
[Patient 5, WL]

Unless I, unless somebody said to me you've ontyttgee months to live, it’s, it's
not something I, | want to, it's not the route Inw& go down, you know...... If all
else fails then we’ll do that.

[Patient 9, WL]

And it was always something that we thought, welte get to a bad stage we’'ll
maybe think about it.
[Patient 10, WL]

It could be interpreted that whilst the patientdaelatively well, the risk to the
donor appears high, and the procedure of LDLTfiisalot, at that point in time,
essential. However, if the patient was to deteteosagnificantly, they may be
prepared to re-consider the option of LDLT. Pasembuld prefer to wait for a
deceased donation rather than put a loved onslatiut as they become more and
more unwell the probability of a deceased donatugiving in time seems less

likely. Patients anticipate that there may comeiatovhen LDLT is the only
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option left, and only then will it be consideredILT was not something patients
wished to commit themselves to at such an ‘eadgestof their illness. Perhaps as a
way of coping with the emotional aspects of LDLAe time to give it real
consideration is ‘put off’, to a time when the siion is considered much more
desperate. At this point the options are extrereliged, and therefore patients

may feel they can be relieved of some of the resipdity of making a decision. If
the donor is still happy to donate at the stagerevtiee patient is so ill that they are
close to death, then the responsibility for thegien to proceed with LDLT may

appear to shift more to the donor.

For patients currently on the transplant waitirsgy lihe idea that LDLT was a
possible last option was more evident. Howevewxai$ also touched upon by those

who had received a deceased donation prior to ithteirview.
4.4.2 Donor Themes

4.4.2.1Automatic response

For many donors, to consider becoming a livingrldenor is automatic upon
hearing that the option of LDLT may be availabletfteir loved one (see Box 4-5).
In the initial stages very little thought appeardé given to the risks of the
procedure, indeed little is actually known aboutMiDLT entails. For many
donors, LDLT offers them the opportunity to actiwvékelp their loved one on the
transplant waiting list. The option consequentlgroat be ignored. It would appear
that many donors feel a duty to at least try ard,heespective of the risk. Many
family members feel obliged to do whatever is passio help. Instead dhaving

to wait for, well basically somebody to djefonors can actively do something to

change the situation. The decision to offer to detlaerefore appears quite a simple
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one: their loved one needs only part of a healtrer| something donors feel they
may be able to provide. For a large number of dartbe fact that LDLT is now
available is encouraging. Regardless of whetheobthey are suitable to donate,
donors appear happy that an alternative to deceesmesplantation is available.
Living donation“opens up another avenudbr patients on the liver transplant
waiting list. Learning about LDLT results in an ast automatic response to

consider themselves as a donor and investigat@dsisible option.

Box 4-5: Automatic response
(*Tx = patient transplanted, WL = patient on waiting list)

...but I mean you don’t think about these thingsjii'st a case of, you know, if you
can do something then obviously you're going to.
[Donor 7, Tx]

It's surprising what you would do when your bacitainst the wall and it's a
member of your family, it is.
[Donor 10, Tx]

Aye, he brought me into the world so | had to basyagive him a chance, eh?
[Donor 3, Tx]

Knowing these risks, for a member of family you Wwbdo anything, you would.
[Donor 4, Tx]

Eh, it was fairly, fairly high risk though, but lag quite willing to do that for my
brother. Em, I'm not sure that | be... | don’t thinkwould probably do it for a
stranger.

[Donor 17, WL]

4.4.2.2Need to save life

Related to the ‘automatic response’ to offer toatens the drive to save their loved
ones life (see Box 4-6). Whilst the patients’ miicus is on the risk to the donor,
the donor’s main focus is finding a way to saveghgent’s life. Many donors
admit they are ‘scared’ of what the procedure imibolve for them but the

possibility of improving their loved ones situati@a more significant issue.

74



Box 4-6: Need to save life
(*Tx = patient transplanted, WL = patient on waiting list)

Well it's going to save his life, | says that’s eg what | would do
[Donor 10, Tx]

...well obviously we would have done anything to shiglife.
[Donor 20, Tx]

Em, although it does tell you that it's more damgesrfor the donor em, but then |
thought well if there’s a chance it saves him thahbe it, I'd go ahead and do it.
[Donor 9, Tx]

Therefore | told her | would have been willing tonéite without looking into any of
the pros and cons, simply because it would havedsher life...
[Donor 4, Tx]

So at the weekend | was just watching him goingrduivand downhill....that's
when | stepped in. | thought, ‘I can’t sit here avatch him die’, | can't.
[Donor 13, WL]

| just think that's a horrible situation to be inyavay. Plus the fact that | would hate
her to get to the point that she’s so unwell tihat san’t have em, a transplant, and
something was to happen to her and | hadn’t at tead, you know, do something
for her.

[Donor 15, WL]

Helping the patient will help the donor too as twely no longer have the stress of
watching their loved one suffer and deterioratérant of their eyes. The donor is
aware that both they and the patient will benétite transplant is successful. For
many donors, any possible adverse outcome for thleessis often not fully
considered in the initial stages of the donor’'sslen-making process. The most
relevant thought appears to be whether or noting procedure could save the
patient’s life. When the effects of the operationtloe donor are considered,
reassurance is sought through the belief that #dical team would not perform
the procedure unless they were confident of a ssfgleoutcome for both the donor
and the patient. Again this may be interpretethasnoving of some of the
responsibility for the decision to donate or natootine authority of the medical

team, indeed many donors spoke of trust in the caétkam and their capabilities.
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4.4.2.3Concern for personal situation

Despite the reflexive response to investigate fiten of LDLT further, with the
intention of doing something to try and save thared one, other considerations
could not be ignored. For many donors their owrs@eal circumstances have a big

part to play on their decision to donate or noé (Bex 4-7).

Box 4-7: Concern for personal situation
(*Tx = patient transplanted, WL = patient on waiting list)

Em, | have considered it but eh, | have em, itredki been, it kinda weighs out
because I've got a son and | don’t know the conapibns.
[Donor 5, WL]

Em, 1 would, | would have to say probably in mye&&cause of my kids. That
would be the only thing that sort of put me off.
[Donor 6, WL]

So what we had is a situation where we have elgentgnts, who are frail, a young
family who are relying on us, me as the only breader eh, in the, in the house..
[Donor 8, WL]

...as | say, if it's people with kids, you know, tuff does happen then it’s, you
know, it's no very fair on the kids...
[Donor 9, Tx]

I mean I've got a young family and that as well geh it was, it was something |
wasn't too sure about.
[Donor 11, Tx]

My one concern is my daughter, who is 14, andifreatything was to happen to
me, she is well provided for.
[Donor 15, WL]

For some, circumstances, such as having a youniyfarevent the LDLT process
starting whereas for others significant re-orgaiseof their own lives would be
required. Most donors want to do something to lhelpwhen they consider the
effects donating could have on their own childred extended families, living
donation does not become such an attractive oibleasption. Practical aspects of
donating come into play, such as child care, fir@nmplications and work

commitments. For many, such practicalities appesignificant in the face of the
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immediate problem of their loved one’s health, enertheless some donors are
aware that these things would have to be invegtthahd that the decision to donate
is not just theirs to make. When we consider theod® interviewed who spoke of
LDLT in retrospect, i.e. patient had since receiaatkceased donation, there would
appear to be slightly more emphasis on the pasieafusal as a reason for not
pursuing LDLT. For donors whose loved ones wetkatithe transplant waiting

list, their personal situation was more often namgid. Personal circumstances were
also a concern in the former group of donors bokileg back, there was a belief
that these could be overcome and that the patiemigelves was the main hurdle.
For donors with patients currently on the waitiigg, ltheir personal situation was all
the more relevant and perhaps therefore they vese t® give it more

consideration.

Personal situations also have a part to play inddegwhich family member could
be considered as a possible donor. The decisitmwbko would be the most
suitable is often based on age, dependants andsagiméficant events e.g. relative
has just got married, with older members of theiljabeing seen as more likely
candidates. There would appear to be a commorf liediepatients should not take
from someone from a younger generation. Someonsatime age or older is
considered more acceptable. Many patients alsoreef¢o the age and other
‘personal circumstances’ of the donors when demnatisy their objection to living
donation. Donors are aware that patients are ren k& them to donate and this, in
addition to consideration of their own family/wartkmmitments and

responsibilities, may persuade donors to agreeLDaT is a ‘last option’.
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4.5 Discussion

The implementation of a Living Donor Liver TranspigLDLT) programme at the
Scottish Liver Transplant Unit in Edinburgh wasgngicant development for the
UK’s NHS. However, for the first 21 months of itgadlability, this new procedure
was not carried out. This has predominantly beentduhe patients’ perception of
risk for their healthy, potential donor and thednsequent refusal to proceed with
LDLT assessment. Patients feel they ‘couldn’t livgh themselves’ if anything
adverse happened to the donor as a result of gratogn. In direct contrast, the
altruistic nature of living donation is supportedhe finding that many potential
donors are willing to donate and do not appeaully €onsider the risk involved, as
they are too focused on helping their loved ongigar Both donors and patients

wish to protect the other.

In some instances, donors’ enthusiasm for pursuidigr is tempered when they
consider their own personal circumstances in i@haid family and work
commitments and responsibilities. For potentialaterwho wish to enquire about
LDLT, their progress is often terminated due to roaldfactors, such as blood
incompatibility, the availability of a deceased dbtan for the patient, or quite
simply, the patient refusing to accept their offesr patients, their determination to
refuse LDLT is only likely to be reduced when tlemnsider a time when their

imminent survival requires living donation.

As LDLT was only introduced into the UK NHS in ApR006, this study is the first
of its kind. Other countries such as the USA, Sp@ermany and South Korea have
either investigated retrospectively the attitudiegemple who have donated part of
their liver (Karliova et al, 2002; Lee, Jeong, WM&, Hong, Kwon et al, 2005) or

have only considered the views of patients onrdesplant waiting list (Martinez-
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Alarcon et al, 2005). The methodology in previouslgs has also mainly been
quantitative in nature. This study is unique int thanvestigates why living
donation has not yet been pursued, from the petispeaf both potential recipients
and donors. The qualitative design of the studyadlexplanations to be heard in
the participants’ own words, allowing a deeper ustading of the LDLT decision

making process to be attained.

Despite the strengths of the study, weaknessesheustknowledged. Firstly, with
respect to the analysis of the interview transsriffte coding was completed by the
researcher who carried out each of the interviélthough the formation of the
themes was agreed with the co-authors it is ackewydd that an additional

independent coder may have enhanced the reliabilitiye results.

Another possible limitation is that each participapted for a telephone interview,
which, with qualitative research, has its inheudfftculties. The main problems
come from the lack of non-verbal cues, in thatitherviewer cannot tell if a
participant has finished their line of thought lrefmmoving on to another topic, and
participants and interviewers often talk over onether, making transcribing
difficult. In anticipation of these difficulties, &wvere keen to have face-to-face
contact with participants but as this was a natishaly, we offered to be as
flexible as possible so as to maximise recruitmgatticularly of very ill
participants who lived a considerable distance ftbenhospital. It was the decision
of the participant to have a telephone intervieelephone interviews allowed
patients and donors to take part in the comfotheir own homes without taking
too much time out of their day. LDLT appeared taaldifficult topic for some

participants to talk about, with the interview po&ing thoughts they perhaps had
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not put into words before, and many appeared t@llyi worry that taking part in
this research project would be seen as registrébigo ahead with the procedure.
For many there was nervousness around speaking Bbald and the telephone
interview enabled them to keep a distance whilgh@same time allowing them to
speak freely. Previous research has shown thathtete interviews can be used
successfully in qualitative research with no sigaint differences emerging when
telephone and face-to-face transcripts are compg&tedges & Hanrahan, 2004).
For patients who rejected the invitation to pap@te comments as to why this was
support the assumptions outlined above. They waaenant their decision was
made to not proceed with LDLT as they did not wantvolve their families. They
did not wish to discuss the option further. It sldcaiso be noted that the donors
interviewed were nominated by the patient and va#reonsidered close family
members. It would also be of interest to intervimare distant relatives on their

views of living liver donation (Gordon, 2001).

A study by Martinez-Alarcon and colleagues foursinailar attitude with patients
on the transplant waiting list in a Spanish hosgNtartinez-Alarcon et al, 2005).
Patients were generally not keen to pursue livioigadion by a family member
despite having had family members offer to donatiaém. Only 32% of patients
on the liver transplant waiting list would accepivang donation from a family
member. However, unlike our present study, whyepdsi felt this reluctance was

not questioned.

From the donors’ perspective, the findings of 8iigdy are similar to those of Lee
and colleagues (Lee et al, 2005) where donors walkgpheviously donated part of

their liver to a loved one were asked questionanaigg their decision to donate. In
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response to the question surrounding the main nsa®o donating, over 90% stated
that it was to save the life of their family membémas concluded that donors
were determined to donate however, they were nitaaprehensive about
possible complications and the effect donating Wwdnave on their own lives. This
is a finding echoed in this current study and atsa study with potential living

liver donors in Germany (Papachristou, Walter, st Danzer, Klupp, Klapp et

al, 2004). Papachristou et al (2004) describesobiiee few qualitative studies
conducted with potential living liver donors. Panpiants were potential donors who
had already made the decision to come forwarddeive formal donor assessment.
The interview conducted was part of their formaessment. It was found that the
main motivation for becoming a donor was their wislkeep their loved one alive

(Papachristou et al, 2004).

Karliova and colleagues found that living liver dos considered the decision to
donate an easy one, which did not require muchgiioonce the option was put to
them (Karliova et al, 2002). Our study adds to ¢higsdings and has the additional
benefit of including the views of potential donerko, for one reason or another,
may not proceed with donation. It would appear tiwtonly potential donors in
Scotland but also perhaps donors in general feebtfier to donate is a ‘reflexive’
response to hearing that LDLT is available foraelbone on the liver transplant
waiting list. It may be viewed as an instinctivacgon to at least consider helping a
loved one in need. Despite concern for the riskstha effects on other members of

the family, LDLT can proceed, driven by the purpo$saving a loved one’s life.

These results are similar to studies involvinggrds with end stage kidney disease

and potential living kidney donors. For examplenherling and colleagues (2004)
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found that one of the main motivations of particigzawho were being formally
assessed to become a living kidney donor was atwisblp. The donors were not
as concerned about their own situation as they afgoet the patients’ (Lennerling,

Forsberg, Meyer, & Nyberg, 2004).

In addition, Gordon (2001) conducted an intervieéwdg with patients with end
stage renal disease and found that many patieshtsadiwant to accept a living
kidney donation due to risk to the donor, howe¥éne patient believed they were
close to death, the offer of a living donation wbbk accepted. Similar to our

study, patients perhaps saw living donation aast bption’.

The results of this study have important implicasidor the clinicians and medical
professionals involved in the living liver donatiprogramme. It is important to be
aware that potential donors often make the inditeadision to donate without
thoroughly considering the implications and therefihe transplant team need to
ensure that donors are aware of all the risks anéfits before they commit to
proceeding with the procedure. Their determinattosave a loved one’s life may
be conflicting with other family and work responsttes, potentially causing
additional stress to an already stressful situaiuh help should be given to work

through these concerns.

Likewise, it is important to be aware that patidmse an extremely difficult
decision to make as, in their determination tobethe cause of a family member
putting their life at risk, they may be denyingrnieelves a chance to survive. Many
patients indicated that they may consider LDLT #&ssaoption however, it is
important for the patient to understand that LDLIll eease to be a feasible option

if their condition deteriorates to the point of phlaving days to live. LDLT cannot
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be a last option. The programme at the SLTU culyestimates that the living
donation process will take approximately three rhenpallowing both donors and
patients time to have the required assessmentsakd certain their decision to go
ahead with LDLT. Consequently, LDLT will not be fmmed in a tight time frame.
It is crucial that the patient and the donor fullyderstand that both need to be in
good health to give the procedure the highest ahahsuccess. If a patient is close
to death, it is unlikely that they would survive jorasurgery and therefore the risk

to the donor is not justified.

The LDLT programme at the SLTU includes a Donor écte Team (DAT)
whose purpose is to specifically look after thealshwell-being. The DAT was
established to ensure that donors proceeding vidtihiTLare given a full medical
and psychosocial assessment prior to donatios thie role of the DAT to confirm
that donors fully understand all the risks and lfisevolved in the procedure.
Following this research, it was fed back to the Bland DAT that it is important to

emphasise, to both patients and donors, that LCdrihot be seen as a ‘last option’.

The results of this study give an initial pictufeloe complex nature of the decision
making process involved in LDLT, by highlightingrapeting considerations for
both the patients and the donors. Whilst many domomediately consider
becoming a donor, driven by the need to save tbe@d one’s life, their decision to
donate is affected by consideration of their owrspeal situation with regards
family and work responsibilities. On the other hgpatients do not wish to accept a
living donation from a family member due to theknigvolved, and the subsequent
feelings of guilt if anything adverse happen todleaor as a result of the living

donation operation. However, patients’ decisionabpursue LDLT would be
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affected if it was believed that they were closddéath and consequently LDLT was
their last and only option. If we consider the tessin respect to the TPB, the
influence of perceived control is particularly highted as crucial to the decision to
pursue LDLT or not. Donors regard the option of OD&s a means by which they
can take some control over the patients’ fate dnaipally do something to help
save their loved one’s life. In contrast, patienésv LDLT as presenting too high a
risk for the donor and take control of the situatixy not allowing the LDLT
assessment to proceed. However, as their condigteriorates whilst waiting for a
deceased donation, their perceived sense of canteslthe situation diminishes
and LDLT becomes a more viable option. Social nomay also play an important
part as seen from donors believing that offerinddnate was their duty as a family

member.

The results of this study may also be partly exy@diwithin the framework of the
HBM, as both donors and patients consider the ajste procedure against the
perceived benefits. Donors see the benefit of piatignsaving their loved one’s life
but this is weighed against the possible detrinb@their own family and work
commitments. In contrast, patients focus more erdibnor’s susceptibility or risk
of death or harm, with anticipated guilt actingagsossible barrier to their
acceptance of LDLT. As their personal susceptiptlit death increases, their views
may change in that LDLT becomes an option to besicened. Deterioration in the
patient’s condition could also be seen as a ‘cuadtion’ from both the donors’

and patients’ perspectives.

Future research could perhaps employ a quantitappécation of the theoretical

models of behaviour to the area of living liver ddan. This would allow a more

84



guantitative evaluation of the decision making sscof donors and patients,
perhaps identifying different influencing factoms those donor/patient pairs who

agree to pursue living donation compared to thdse e not.

Since completion of this study, surgeons at thdtiStoLiver Transplant Unit have
performed the first living donor liver transplargeyation in Scotland. In January
2008, in recognition of the lack of donated livealowing death, a wife donated
part of her liver to her sick husband, saving ties(Rose, 2008). We anticipated
that publicity regarding the first successful LDpiiocedure would trigger further
procedures. However, the initial publicity this avproduced was sadly eclipsed by
news of Prince Harry’s deployment to Afghanistaut, tevertheless the success of
Scotland’s first living donor liver transplantatiomay act to reduce the perception
of risk to the donor, encouraging more patientshentransplant waiting list to

consider LDLT as a possible option for them.
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Chapter 5 Living donor liver transplantation: a
gualitative study with medical staff at the Scottis h
Liver Transplant Unit

5.1 Abstract

Objectives The first Living Donor Liver Transplantation (LOL) was performed in
Scotland in January 2008 at the Scottish Liver $ptéamt Unit (SLTU), 21 months
after it became an available option for patientse @ear later it remained the only
LDLT procedure conducted in Scotland. This studyréfore aimed to elicit the
views of health professionals involved in the asehlver transplantation, within the
SLTU, as to why LDLT had not yet received greatetake from patients.

Design A qualitative study was devised for this aim.odal of 5 transplant
surgeons, 7 consultant physicians and 5 transptanrtlinators participated and
their responses were analysed using thematic asalys

Method: A semi-structured interview was conducted witbleparticipant.

Results A reduced need for LDLT was perceived, due teedide in patient deaths
whilst on the cadaveric transplant waiting listgdainwas generally agreed that to
receive a deceased donation was preferential dinetelimination of donor risk.
Both views were thought to influence the unit’s piilan of a conservative approach
to LDLT promotion, which contributed to the low age of the procedure. Patients
were also thought to contribute with their beligdita living donation was
personally unnecessary, and unacceptable from mggowlonor. The poor health of
the Scottish population also markedly reduced tadability of suitable donors.
Conclusiont Cultural aspects of the unit and of the Scoftispulation have

contributed to the slow uptake of LDLT. The growthLDLT in Scotland remains
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limited whilst the unit are reluctant to promote tbption, patients consider it

unnecessary, and potential donors are excludetbda®or health.

5.2 Introduction

In January 2008, the first Living Donor Liver Tratent (LDLT) procedure to be
carried out in Scotland was successfully performetthe Scottish Liver Transplant
Unit (SLTU). By January 2009, this remained theydrDLT procedure to have
been conducted at the SLTU, despite the LDLT progna having been introduced

33 months earlier, in April 2006.

Within transplant units where living liver donat®are conducted, the views of
donors and recipients on their experience have beeght and areas for
improvement to the service have been highlightedl(®Y, Papachristou, Danzer,
Klapp, & Frommer, 2004). As yet, this is not possiwithin the SLTU due to the
fact that only one LDLT procedure has been condudtewever, it is important to
investigate why the uptake of this procedure hamls® low as it may have

implications for future health and transplant seesgiin Scotland.

Having investigated the views of patients eligifdeLDLT and their families, with
regards to LDLT (Chapter 4: Considering LDLT), gentinuing low uptake of
LDLT in Scotland prompted the author to investigdte possible reasons for this
from the perspective of medical staff involvede tarea of liver transplantation. It
was hoped that the results would perhaps inforrardtiansplant units in the UK

and beyond, who are contemplating the introduabfonDLT.

Studies investigating the views of medical or Headte professionals with regards
to living liver donation are predominantly of a quigative nature, involving

surveys to determine views on living liver donatiorgeneral. Cotler and
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colleagues (2003) conducted a survey study ta dieiviews of surgeons on issues
related to LDLT. Questions and subsequent respaeseed to highlight the moral
and ethical difficulties faced by surgeons offerthg procedure e.g. potentially
causing the death of a healthy donor. Howeverptitential impact this may have
had on the progress of the living donation programvithin their own hospital
setting was not broached (Cotler et al, 2003). Oshelies have similarly
investigated the attitudes of general practitiorerd hospital personnel towards
living liver donation in general but such studiesrevconducted either prior to or at
the onset of a LDLT programme (McGregor et al, 20i®s, Ramirez, Rodriguez,
Martinez, Rodriguez, Galindo et al, 2007). The auth unaware of any study
which has investigated the views of medical or theake professionals regarding

the outcome of an established living liver donapoogramme specifically.

Health care providers are in a unique positiorskeas the service provision of the
NHS and their views have been sought to highlighas for change and
improvement in many fields such as services fangatisorders and depression
(Murray, Banerjee, Byng, Tylee, Bhugra, & MacDon&@06; Reid, Williams, &
Burr, 2009). Essentially health care providers wear hats, serving as an
individual with personal and family obligations acmmmitments, as well as a
professional with medical knowledge and experiehtéheir role as a medical
professional they have access to the organizatginatture and government
underpinnings of the NHS as well as the persorstbhes of patients. Therefore,
whilst their experience of receiving treatment rbaylimited compared to that of
patients and their families, through their provwisa a service, they have additional

insight which has the potential to influence therse of treatment.
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Like the decision making behaviour of patients #redr potential donors (see
chapter 4: Considering LDLT), the behaviour of 81eTU team could also be
considered within the theoretical framework of Theory of Planned Behaviour
(TPB) (Ajzen, 1988) and/or the Health Belief ModdBM) (Rosenstock, 1966).
How we think influences what we do and thereforerther to understand the
behaviour, in this case the offering and conduatihgDLT, we must first
understand the thoughts, attitudes and perceptibti®se performing the
behaviour. The potential influence of the composeafthe TPB and HBM were

explored through open ended interview questions.

Quialitative interview studies offer the opporturfity issues to arise that may be
deemed important to the interviewee but were ntitigated by the interviewer due
to limited previous research and experience iratlea. This is particularly the case
in the area of living liver donation which remamnselatively new procedure with
limited research surrounding its uptake. Consedyemtsemi-structured interview
study was deemed appropriate to the aim of thysithich was to establish the

reasons why living liver donation has not been itgatcepted in Scotland.

5.3 Method

The decision was made to employ a qualitative weer study due to the novel and
unusual subject matter of the study. A list oftahsplant surgeons (N=7),
consultant physicians (N=8) and transplant cootdnsa(N=5) who were currently
involved in the area of liver transplantation a &cottish Liver Transplant Unit
was obtained. Each person was sent a letter dbimvn (see Appendix 18) which
included a description of the study, what partitgpawould involve, and ways in

which to register their interest or obtain moremfiation on the study. After 13
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days, the medical professionals who had not yetateld their response were sent a
reminder email. Ethical approval for this study waanted by Lothian Local

Research Ethics Committee (approval letter datetreh 2009).

5.3.1 Participants

A total of 5 transplant surgeons, 7 consultant migss and 5 transplant
coordinators participated in this study (85% resgorate) and the interview
transcripts of all 17 participants were analysadgithematic analysis (Braun &
Clarke, 2006). The remaining 3 invited medical pssionals (2 surgeons and 1
consultant physician) failed to respond to thetation. The 17 participants
included 11 males (5 transplant surgeons and euttans physicians) and 6 females
(5 transplant coordinators and 1 consultant phgsjoivith an average age of 43.9
years (SD = 4.94, range = 37-52). Each read ametdig consent form prior to

commencing the interview (see Appendix 19).

5.3.2 Interview schedule

An interview schedule was devised for this studihwie purpose of eliciting the
views of the medical professionals about livingelidonation (see Appendix 20).
The aim was to find out, from their perspectiveywanly one LDLT procedure had
been performed at the SLTU within the first 3 yeafrthe programme’s

availability. Questions were not constructed aroand particular theory, but rather
were based on the results of previous researchQisapter 4: Considering LDLT)
and informal discussions with staff at the SLTUeThain areas to be covered are

listed in Box 5-1.
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Given the busy schedules of the participants,ntexviews were fairly structured in
order for the author/interviewer to keep particpatime to a minimum; however

questions were open-ended to allow free expresdigrews.

Box 5-1: Interview topics

o Reactions to the introduction of the LDLT programateéhe SLTU
o Initial expectations of the programme.
o Why only one LDLT had been performed since its ptime in 2006.

o Perceived concerns for patients and their familynipers, in their role as
potential donors.

o The future of LDLT in Scotland and the UK.

o Views on the LDLT programme developed at the SLTU.

o Consideration of personally becoming a living lidemor or recipient.
o Any other comments.

Each participant was interviewed at the Royal iméiry of Edinburgh either within
the Clinical Research Facility or another apprdprraom within the liver unit (e.g.
the participant’s office). Interviews lasted an r@age of 38 minutes and were
conducted by the author. The interviews were cotedlibetween 20th April 2009
and 8th June 2009 and were each digitally recoatieldtranscribed verbatim.

Transcripts were anonymised.

5.4 Data Analysis

Thematic analysis was used to analyse the intertrigwscripts, specifically
following Braun and Clarke’s 6 phases of data asialgBraun & Clarke, 2006) (see
Chapter 1 section 1.8). An inductive, semantic apgpin to thematic analysis was
employed, whereby the themes elicited are deriwextttly from the data. The
themes were identified by the author and then iegrivith a senior colleague with

regards to their content and connections.
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5.5 Results

It is clear that medical staff at the Scottish kifeansplant Unit recognise that the
reason for the slow uptake of LDLT in Scotland igltifaceted. There is no one
single reason, but rather multiple possible reasdnsmore than one LDLT
procedure has not been carried out and these cdivided into two broad themes:
1) the culture of the unit and 2) the culture @& Scottish population. On the one
hand, the unit itself has had a part to play indbwerse that the introduction of
living donation in Scotland has taken, but at e time the Scottish population,
from where patients and any potential donors cawrm fhas also been a crucial
influence. Within these two overarching themestghe a common thread which is
the risk to the donor. Whilst the risk to the pat# relative who is donating is the
“glib answer” [Consultant 101] in response to why LDLT has n&etaoff in
Scotland, the influence of the risk involved inig liver donation goes much
deeper and is embedded within the culture of Hoghunit and the Scottish

population.

When considering the culture of the unit, the nleed.DLT within Scotland, the
preferred option of deceased donations and thé&swapproach towards the issue of
LDLT are thought to have contributed to its slowake. In addition, influencing
factors within the culture of the population inadsdfamily dynamics and
commitment, the health of potential donors, armtesk and transplant perceptions

(see Figure 5-1).
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Figure 5-1: Themes and sub-themes
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5.5.1 Culture of the unit

5.5.1.1The need for LDLT in Scotland

It transpired that one of the main reasons why rhi@¥€T procedures had not been
conducted at the SLTU was the reduced level ofgreed need for LDLT (see Box
5-2). The introduction of LDLT within the SLTU wasensidered to be a direct

result of the unacceptable waiting list mortalitghin the unit at that time:

“...at that stage we were having 25% of out patialyisig on the waiting list and
we had to do something about it”

[Coordinator 104]
In reaction to the increasing number of deathshertriansplant waiting list, the
proposal to offer LDLT as an alternative treatmmethod for patients in need of a
liver transplant was instigated. The demand fagrbvfrom deceased donors was far
outweighing the supply and it was felt that rad@&etion had to be taken. The unit
consequently advanced their repertoire of abiliied, in addition to offering

LDLT, became more willing to accept livers from dased donors that previously

93



would have been rejected due to potential problengsiality (i.e. marginal livers),
and learned new ways to optimize the livers thaeva®nated (e.g. split livers).
Such advances are thought to have reduced theng/&igt in spite of the living

donation program:

“...in the last couple of years we’ve increased thenber of marginal grafts we've
used, we’ve increased the number of non heart hgatiafts we use, we’ve used
split grafts more often so we are really cutting aaiting list down
dramatically...”

[Surgeon 109]
All of the above mentioned measures involve theaiskeceased donations which
have become more accessible over recent year®die formation of the Northern
Liver Alliance and the apparent efforts of the Qrdg@onor Taskforce (Organ
Donation Taskforce, 2008) (see Appendix 1). Thetihon Liver Alliance has
changed the organization of liver transplant uinithe UK, specifically the
distribution of donated and retrieved organs. Seomtinow has greater access to
livers donated from deceased donors which has atldieir sickest patients to be
transplanted, and consequeritiffset the death rate’JCoordinator 104]. The
Organ Donor Taskforce is a government group estaddi for the purpose of
investigating and implementing ways in which thentwer of people who donate
their organs following death in the UK can be irsed. With an increase in
deceased donations, more patients on the transpéatig list will receive a
transplant, reducing the time a patient waits @nligt and the number of deaths
whilst on the waiting list!If people aren’t going to wait on the list thenejpharen’t

going to die on the list...[Coordinator 106]. As a consequence it is thoulyat the

need for living organ donation has and will conéria reduce:
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“...donors in Scotland has gone up to 14 (per) mill{of population) from about 9
(per) million (per population) in a year, so | tikithere’s not going to be a need for
(LDLT)".

[Coordinator 106]
The number of people in Scotland who donated falgwheir death has increased
over the past year. With national initiatives torgase deceased organ donation,
and the acceptance of marginal grafts and spétdivetc, the unit havelugged

the gap” by means other than living donation, and sotihaight that the need for

LDLT “is maybe not going to be there noyCoordinator 106].

Participants are aware tH#hings are only driven because they’re needed”
[Coordinator 104] and in respect to organ trandplaom this need is determined by
the number of deaths on the transplant waiting“idaths on the waiting list |
think are the crux of it[Consultant 100]. If the number of deaths on thegplant
waiting list goes up so will the need for an addial means of transplant to
compensate for the lack of suitable deceased amsatAt this point living

donation, with its benefit of reducing waiting tisyevill be a more viable option. If
however, the number of deaths on the transplaritngdist is low, then living

donation, with its inherent risk to a healthy dgnsrconsidered less justifiable.

It was also highlighted that Scotland’s size wasnterproductive to a more
extensive LDLT programmeé:..our waiting list is far too small. Scotland’aif too
small for a programme like this[Coordinator 106]. Participants often compared
the situation at the SLTU to that of liver trangylanits in other countries, where
the need for living donation was presumed greatertd the higher number of
patients waiting for a transplant. Although pagamts were surmising the
circumstances of other countries, it was believed the fewer restrictions on the

type of patients eligible for transplant, and theger geographical spread of many
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countries, contributed to the size of the livengalant waiting lists, time spent on
the waiting list, and consequently the number @ftide on the list. It was suggested
that the UK*has a very kind of regulated em, approach to tyaastation” which
limits the number of potential transplant candidate places such as Toronto,
certain groups of patients e‘gatients with big cancers who we know that thésis
of reoccurrence are higherfConsultant 108] are transplanted whereas in Sadil
and the UK, they would not be considered eligibletfansplant. With regards to
geographical spread, again it was presumed trggr@ountries were limited in the
number of deceased organs they could retrievenr tnit as the distance between
cities could not accommodate a sharing schemeaHhiké&lorthern Liver Alliance,
therefore‘they’ve probably relied on live donation becaukerke isn’t the

availability of cadaveric organs{Surgeon 109]. In Scotland, the geographical and
population size means initiatives to optimise deedadonations can be arranged,

and the need for living donation is not so urgent.

More patients are being transplanted with decedsadtions and fewer patients are
dying on the list therefore the need for LDLT id perceived to be as great as it
was when the programme was first introduced. Howet/ess important to note that
LDLT is not a completely redundant procedure wittia unit and many believe
that it should continue to be offered to their pats. Patients do still die on the
waiting list and with liver disease thought to betbe increase in Scotland
particularly, it is envisioned that the demandlieer transplants will increase

enhancing the need for LDLT in the future.
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Box 5-2: Need for LDLT in Scotland

...and one would actually hope that eh, with the rsdeeward in organ donation
that actually the need for considering eh, liviatated donation may disappear all
altogether.

[Consultant 101]

... think on the back of em, non-heart beating dimmgtand split livers, more and
more people are getting transplanted, so | domktive need it.
[Coordinator 102]

We’'ve moved from a position where we had 40 pasiemntthe transplant waiting
list to 14 on the waiting list em, and therefoles tisks and benefits may, are likely
to have changed, so | am less certain that it'detke
[Surgeon 107]

So if cadaveric organ donation improves then trelrfer living donation will
become even less.
[Consultant 108]

So | suspect it's a need generated by the fact th@ot enough cadaveric
donations.
[Consultant 115]

...there’s less of an imperative to go ahead witislayrsurgical procedure if there’s
a higher chance that the person will be transpthatel will survive through the
normal sort of em, cadaveric liver transplantation.

[Surgeon 110]

...our waiting list has gone down rather than up, @etYe had less deaths on the
waiting list, so it's very hard to justify it.
[Consultant 111]

You know it’s hard to say, we’re in a transitioatst just now, because as | say
we’re seeing an increase in the organ donors. i@briast year, and that is the
projection isn’t it, to increase them over the niesg years, so maybe we wouldn’t
ever need to have a live donation programme...

[Coordinator 112]

| suspect if the initiatives that we have takeintobease the deceased organ donor
availability, and nationally the organ donor taskck aspirations of increasing
donation by more than fifty percent over the next fyears, if all these things do
happen then the need for it will become even ledsopefully we won’t have to do
it.

[Surgeon 114]
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5.5.1.2Deceased donations are preferred

Perhaps related to the need of LDLT is the findhag the unit would prefer to
transplant patients with a deceased donation assegito a living donation ashat
way you don’t have to operate on healthy peop@&3ordinator 102] (see Box 5-3).
Surgeons and doctors are taught as studentsgbdfirno harm’, and are ethically
bound to only provide medical care with the intentof benefiting their patient.
However, LDLT involves deliberately causing harmatbealthy individual for no
direct physical benefit to that person, which capusatly“goes against the grain”
[Surgeon 109] of traditional medicine. Removingtpdra healthy liver from a
donor is consequently a difficult concept to acceptmentally it's quite a tough

thing to deal with really.[Consultant 105].

Living liver donations are thought to have outcornesparable to deceased
donations but the latter are generally prefertiedcause it puts less risk on the em,
donor, obviously’[Coordinator 104]. The risk to the donor is whatinty
differentiates deceased and living donor transplant the only way to avoid this

risk is to transplant patients with deceased donati

“I think in terms of avoiding all this trouble | thk the cadaveric donation would be
far better. It is a standard procedure. If you hhd luxury to use a full liver in a
timely manner and have lots of donors around, thamuld avoid all this.”

[Consultant 115]
The team at the SLTU have extensive experiencernfopning liver transplants
using a deceased donation and have very limitedreeqgce in conducting LDLT,
having performed only one in three years. Whilstfickence in the abilities of the
surgeons has grown since the programme’s inceptionto training and
experience with split liver transplants, the patdrfor harm to an otherwise healthy

donor remains and therefore deceased donatiorikeapreferred transplant method.
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From the participants’ perspective, when considgarsituation where they would
be in a position to accept or offer a living donatimixed opinions were described.
Whilst the benefits of donating or receiving a tiyngonation were considered first,
the risk to the donor, and the impact of the deanisin other family members,

invoked caution:

“Well I don’t know, again it depends on who it waasd what the circumstances are,
again you have to look at what your situation is)l'd have to look at it from the
point of view that | have two young children andige and if | wait for it, what
blood group | am, how sick | am, that sort of thiagd if my brother came up and
said, because my brother has no children and hiegntl well, and said look | want
to donate to you then | would probably say year'dl if my father or mother said,
I'd probably say no | don’t think either or themesdtit enough, my sister’s got
children, it's a very individual decision actuaiynd you have to weigh up all the
factors”..

[Surgeon 109]
Participants appreciate that the decision to recendonate a living donation is not
easy and is dependent upon a number of circumatdadtiors. Until faced with the
option of living donation as a reality, opinionstasvhat one might do in that
situation cannot be made explicit. However, whaiéar is that having an ample
supply of deceased donations would remove the foeedich difficult deliberation,
and therefore it is agreed thahproving donation rates is the best way forward”

[Consultant 115].

Whilst being able to offer the option of LDLT magteince the reputation of the
providing unit, becaustt’'s seen as a sign of surgical manhoofBurgeon 107],
putting a healthy person at risk is not somethivag should be taken lightly. The
team at the SLTU, whilst happy and proud to offBiLI, would prefer to conduct
transplants using deceased donations so as tcatadne need to put a donor at

risk.
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Box 5-3: Deceased donations are preferred

If I could change anything | would prefer not toawy (DLTS9) at all, and get
everyone transplanted with a deceased donor liver.
[Surgeon 114]

...a good cadaveric graft is probably the best deaffive....Because it's associate
with much less morbidity em, and it doesn’t putlaogy else at risk.
[Consultant 101]

| think a deceased is probably better because smiyedise’s life is not getting put
at risk...1 think it is better, but it's whether ibmes in time is the difference. With
a living donor you can set your operation and hhisehealthy part of the liver, so
it's the timing. If you were guaranteed to getdaveric liver then you would go
for that.

[Coordinator 106]

So, you know, if you have a good, well even a nralgliver transplant | think
that’s better than having, than putting both theatand the recipient through
complex surgery to achieve the end point, | thinfou can achieve it with
cadaveric transplantation then that's better.

[Surgeon 109]

Participant: For patients | would say a deceasgwd For myself, from a
deceased donor as well.

Interviewer: And why do you say deceased?

Participant: | think it's all to do with eh, rigk, to donors.

[Consultant 105]

Well deceased's the better one if there’s one ahviail
[Consultant 108]

| actually probably think a heart beating cadavdooation is better. | don’t think
that in a perfect world people should have to demhés of their... | mean

completely healthy people shouldn't have to dohasgeof their organs to save othe

people.
[Surgeon 110]

..living donation is never going to be a first atwif there’s an ample supply of
cadaveric organs. [Consultant 113]

I'd be delighted if em, we have, if we’d manageaiher ways to reduce deaths o
the waiting list, living donation is the least atitive way | think.... | think
cadaveric livers are eh, em, my comfort zone.

[Consultant 100]
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5.5.1.3Approach towards LDLT

Connected to the perceived need for LDLT, and tieéepence towards conducting
transplants using deceased donations, is the @appsoach towards the promotion
of LDLT. It is generally agreed that the unit ha®pted a cautious, ‘soft sell’
approach towards LDLT (see Box 5-4). The optiohDBLT is not forced but rather
is mentioned as a possibility that the patient nvesh to consider. It is suggested
that this approach may have contributed to the siptake of LDLT:*l suppose if
we were more aggressive we would have increaseduubers”[Coordinator

104].

One of the main ethical considerations for any statting a LDLT programme is
the issue of potential coercion. It is agreed thaasures should be taken to ensure
that the donor is willing to donate for the righaisons, and is not being forced into
donating against their wishes. The participanteedthat talking people into opting
for living donation is‘not the name of the gamednd to avoid such coercion it is
important to‘present it in a balanced way and leave it up terthto make the

decision” [Surgeon 109].

The unit as a whole is thought to operate withtdaamage limitation society’and
is consequentl§risk averse” [Surgeon 110]. Therefore to avoid risk and protect
both their patients and their reputation, a ‘sthadk’ approach was described
whereby information about LDLT is made availablé isinot pursued further until

the potential recipient or donor approaches thedirectly:

“...you have to put the ball in their court | thinkhich is what we do, and then they
take it from there”

[Coordinator 112]
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The unit does not want to have the responsibilityhe decision making. Whilst the
staff within the unit can play their part in redogithe risks, through donor testing
and surgeon and nurse training, the risk to thedmmains significant and

therefore the choice must be with the donor ang:pathemselves.

It is proposed that other transplant units may cehdhore LDLT procedures due to
their use of a more aggressive approach from iredbtaff. LDLT is considered to
be a more positive endeavour in other countriestlaacfore is actively advocated
to patients as opposed to simply mentioned as silgeoption. There is a
suggestion that within the SLTU the negative aspettDLT are given more
emphasis than the positives, which is in keepirt) thie ‘risk averse’ attitude of the
unit, but in turn may be deterring patients andceptél donors from pursuing

LDLT:

“I wonder whether em, we are putting people ofpbgsenting the negatives
perhaps too strongly or too em, too prominently parad to potential positives...”

[Consultant 113]
To emphasise the negatives potentially servesdtegrthe unit and its staff from
blame if a patient chooses to go ahead with lilagation and complications for
the donor arise. When a patient is told they haenlput on the transplant waiting
list it would be reasonable to assume that theg,their families, are in a highly
emotional and vulnerable state, and the suggesfian alternative treatment may
be immediately appealing. The unit feels they ntlustefore take the time to
emphasise the reality of living donation, whichluaes their lack of experience
with LDLT and a real risk to the donor. However,dphasizing the negative
aspects of the procedure, the unit may inadveytdet!'putting off’ potential donors

and recipients.
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Box 5-4: Approach towards LDLT

I think the medical profession in the States idptuly a bit more bullish if you like
or go ahead if you want to be positive about itilgesenting the positives, we
maybe had that sort of British or Scottish reti@and caution

[Consultant 108]

...then we give them the information about live damatand then obviously we
then have to stand back till they come back to us,
[Coordinator 103]

but if someone comes to the clinic and | see tHinell them what the options are
of being transplanted, what the options are of glyin the waiting list, and then
based on that the decision is them, its up to tresdhy.

[Surgeon 116]

| think we, in the beginning, our attitude, thatevbeen told from em, the States
and everybody else with experience was, if peogletwo do it, they’ll come
forward, that we’'ve got to be PC, we can’t be ah@gieople em, you know, we’ve
got to sit back and let them come to you, and veel that and nobody came, so |
think as time went on we got more aggressive.

[Coordinator 106]

And I think if we were emotionally being defensied not wanting to do the
transplants, bending over backwards to be fairexuless both the negatives and
the positives, | think that can carry through, deagan pick up on those vibes.
[Consultant 113]

And we deliberately didn’t want to put pressurepaople so people didn't feel
pressure on them, so if they didn’t really feelt tiey wanted to do anything and,
you know, that lead on from there.

[Consultant 105]

...and | don’t think that | would personally be coméible with pushing patients
into... I don’t know if we would have got more dongdsit | wouldn’t be
comfortable with that.

[Coordinator 104]

In, within the UK this was the first unit and weddit want to appear as bullying
people, | suppose, in a sense, into somethingrhatpretty risky.
[Consultant 111]

| don’t know whether [other) teams will approack gubject differently and be
more proactive or be more positive in their enyoifi like em, giving information to
potential families, that encourages people to amst seriously and perhaps not
only as a last resort, but sometimes as a choicehw think em, we haven't really
done.

[Consultant 113]
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Previous research has indicated that how informasi@resented/framed to an
individual influences their subsequent cognitiond Behaviours (Kahneman &
Tversky, 1979). In other countries, the positivaarie thought to be subscribed to
the proposal of LDLT is in contrast to the negafraame approach adopted at the
SLTU and this may explain the difference in uptestes for LDLT. The effect of
message frame within the context of living organaten is investigated further in

Chapter 7 (The effect of message frame).

As mentioned a deceased donation is the preferetdau of transplant and it is
possible that this may transmit to patients wheehfaund themselves in a highly
emotional and desperate situation and are perbags for advice and guidance
on what to do. The idea of ‘giving out vibes’ whighintentionally encourage
patients and their families away from the optio.BLT is an important

observation:

“...I suspect that our slight subliminal kind of nensness about it probably
transmitted to the patients and the relatives sa thther than presenting it to them
saying this is an absolutely great thing to do vezerxdesperate not to be seen to be
coercing so we almost went to the opposite exti@mlesaid no, we do have this but
boy it's a really risky business and you’'ve gob&very careful about it”.

[Consultant 108]
If the unit makes a point of not promoting LDLT amoaly highlights the risks
involved, whilst deceased donation is discussdatie@sorm, then this may be

implicitly interpreted as advice against LDLT ame option may not be pursued.

The approach adopted by the unit is in keeping thigir ‘risk averse’ attitude and
this suits the culture within which both the stafid patients existl think that
reflects what the unit is and that reflects whatisty is and I’'m happy and

comfortable with that{Surgeon 116]. Previous research has suggesteddtants
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have trust in the medical staff at the SLTU (seaiér 4: Considering LDLT) and
therefore it could be interpreted that to activeayl forcefully promote LDLT, at a
time when the need for living donation is lesshwiéss people dying on the waiting
list and more deceased organs becoming availablgldvwbe to betray patients’
trust. Patients expect the unit to look after theist interests and, as expected,
LDLT will be advocated only when it is perceivedde better for the patient, over

and above a deceased donation.

5.5.2 Culture of the population

5.5.2.1Family Dynamics and Commitment

The culture of the Scottish population was consibfeffered as a reason as to why
more LDLT procedures had not been carried out otlScd (see Box 5-5). What
was meant by ‘culture’ was a difficult concept i@kin but was predominantly
found to refer to the family dynamics of the Saittpopulation. Patients first and
foremost were perceived to simply not want to peirtfamily at any risk of harm:
“...it may be part of eh, Scottish culture that patgedon’t want to put their family

at risk...” [Consultant 100].

This wish to notput their family through it”[Coordinator 112] is particularly
important within the area of living liver donatigpecifically whereby the donation
dynamics are regarded as different to the more aompnocedure of living kidney
donation. The average age of a liver transplanépitvas commented to be older
than a kidney transplant patient; therefore, paaéhver donors were required from
a younger generation, often the patient’s childsToncept of ‘donating up a

generation’ is perceived to be difficult for thetipat to accept. The patient’ role as
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parent or elder is traditionally to protect the ggunot to cause them harm and risk

their life.

Whilst it is commented that ‘donating up a generadtis commonly done in other
countries or within other cultures and religiongjwm a predominantly white
Scottish population, to allow your child to rislethlife for you is socially

unacceptable:

“...It's sort of natural, older people who’s coming the end of their life trying to,
you know, protect eh, look after young people.ngwdonation is often the other
way round em, and that’s perhaps not the most aathing”.

[Consultant 100].
To donate to your child is considered a naturahost automatic action to take. As
explained by one participant, LDLT i§:.just not a British thing really. It's not an
adult-adult thing, | think it's an adult-child thin you know”[Coordinator 112].
The majority of participants were sympathetic ttiggds’ apparent apprehension as
they agreed that they would don&betheir children without a second thoughtiar
a heart beat, it's a no brainer[Coordinator 104], whereas much more

consideration would need to be given before acegptidonation from their child

as this wouldmorally be a huge thing for me to d¢gConsultant 105].

It was surmised that in other countries, the pdpmrias more multicultural,
specifically including more Asian families or fam# of ethnic minorities, where to
donate up a generation is both accepted and expéaiethis reason more LDLTs
are thought to have been carried out in places asdorontd. Such families are
thought to see it as their duty to look after thediters, and for religious reasons

deceased donations are rarely provided or accelpiddl therefore is the only real

! Toronto was provided as a comparison for partitipas the transplant unit at Toronto General
Hospital has an established LDLT programme, receghivithin the SLTU.
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option and is immediately considered for any familgmber. This level of
commitment to family is different to that seen ipradominantly white Scottish or
UK population. Whilst in other cultures patientswaarrive at clinic appointments
with family and potential donors in tow, in Scotthipatients often attend clinics on
their own and if family are present they rarelytigate discussion about the

possibility of living liver donation.

One participant explained that if accompanyingtieds were offered a blood test
to check their suitability for donation, whilst thevaited,“you’d clear the waiting
room | suspect in about 10 secondSurgeon 109]. This highlights the general
feeling that the commitment of the Scottish popatato helping family was

limited and does not involve the same feelingsuty &nd obligation found in other

cultures where the uptake of LDLT is greater.

Of interest is that in Chapter 4 (Considering LDL9tential donors refute this
perceived lack of duty and obligation. Potentiahols were found to automatically
consider LDLT, driven by feelings of obligation addty to try and save their loved
one’s life. However, the reality of LDLT and howdlwould affect personal
circumstances meant the option was not advanceal &pom the perspective of the
staff at the SLTU, this inaction is interpreteddasnterest or a lack of family

commitment.

However, when asked to personally contemplate diséipn of a donor,
participants generally believed that they woule lik donate to family, but
similarly to the donors in Chapter 4 (ConsiderirglLII), the practicalities of
having children would admittedly effect their deais Such practical thinking was

described as another way in which the culture otl&nd differs from other
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Box 5-5: Family dynamics and commitment

...what they haven’t come to terms with is a procedbat may have harm for an

otherwise fit person, even if the chances of tltauaing is low em, as | say, | thin
people compute things emotionally and would youtwaiir daughter to die? The
answer's no....so | think there’s a cultural elenagmglay here where people don't
want to take risks on behalf of their family.

[Consultant 113]

>

...one of the major factors I think in the small nienbf donors coming forward
has been the fact that the recipients have saidgen probably because of this
transplanting up a generation gap.

[Surgeon 109]

If their kids have children that’s a big no, ng, ot just obviously about dying it's
the fact that oh no, I'm not having my child goitmgough that, they've got a young
family to look after, they've got a life ahead bétn. So that’s a risk for them, so
they’re not keen to allow them to do it, becausy/tve got a life, their grandkids
need their parents.

[Coordinator 103]

Most of our recipients on the list are eh, are piareather than children, so it’'s
offering a child donation to an adult and most ptsare reluctant to allow their
child to take that risk.

[Surgeon 107]

We don’t have such a responsibility for family hetway, you know, you speak to
the patients who are Asian and their culture isetely different. You know, they
say to you that’s their job is to look after thearents and they would chop their
head off to help them, because they feel that,kymw, they’'ve been looked after
as a young person, but I would say in Scotlanddarét have that culture, we don't
have that culture at all.
[Coordinator 104]

Parents have this concept that it's very importhat their children out live them,
and so putting their children through a risky piha® showed no benefit to them
eh, it's unacceptable to a lot of people, so itsléural thing as well.

[Surgeon 110]

| think that the vast majority, by far, of peoplgtéd were 55 plus, in which case
you're looking at realistically a child donatingagoarent and the parent’s wouldn
want to consider that and it's almost like a cidtur More of a cultural thing than it
is elsewhere in the world where em, parents, olsloin Korea and places like
that, see it as part of a family duty to almostjlomate.

[Consultant 111]

~—+

countries. Scotland stereotypically has a reputatidbeing,’not a very giving

nation” [Coordinator 103] and this was further referredyoexamples of how
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many donors were perceived to think on a more aldevel than an emotional

level when considering becoming a donor:

“...we don't feel that (duty) in Scotland. We jushihwell, what will happen to my
wages, what will happen to my mortgage, we’re nraohe practical. What will
happen to my benefits, these kinds of things.”

[Coordinator 106]
The Scottish population appears to possess a malfighorientation towards living
donation, and the benefits for the recipient ardges outweighed by the more
personal implications. However, the personal ingtlans are often in relation to
other, younger family members, suggesting a ssliésment to the decision

making. Scottish culture simply depicts that weumore on the young and less

on older generations which is counterproductivéhacceptance of LDLT.

5.5.2.2Donor health

In addition to the family dynamics and consequemistraints on a donor, the health
of potential donors is also thought to be a cultaspect of the Scottish population
that has particularly important implications foetprogress of living donation (see
Box 5-6). A number of participants commented thhilst interest from family
members has been instigated on occasion, theaislity to become donors has

been undermined due to health problems:

“l think the ones that did some forward, the gr&abttish public with their heart
disease and their obesity and , you know, generatgy health, didn’t allow them
to come to fruition.”

[Coordinator 104]
The health of our nation is a major concern witkity and related conditions of
heart disease, high cholesterol, fatty livers etamonly found. Such conditions

serve to increase the risk for that person if theye to proceed with an operation
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Box 5-6: Donor health

| think if we could have lived in a healthier paftthe world we might have
increased our numbers.
[Coordinator 104]

| think people were keen to come forward for it bthought people would be ruled
out because we’re an obese nation, purely frompbiat of view, | didn’t think
there would be many people suitable for it.

[Coordinator 102]

Interviewer: ...the first one didn’t happen until twtg¢ one months after it became
available, so tell me a bit more about why youkhimat was the case?
Participant: | think because most folk in Scotlamnd unhealthy. Because they're
fat and smoke.

[Coordinator 103]

| think the ones that did come forward, the greatttish public with their heart
disease and their obesity and, you know, geneaegpdealth, didn’t allow them tq
come to fruition.

[Coordinator 104]

| think it's the Scottish men and to be honest nodshe ones that you see in clinig
are obese, they’re high cholesterol, they likerthiohol, and you know, we tell

them they’ve got to got smoking, you’ve got to stismking before the operation
and people... You'd think that's not a lot, but ifas some people, they won'’t do it.
[Coordinator 106]

Well people, | think people have come forward, theyust been struck out. Em,
and again, because a lot of it's weight em, ang\beyot fatty livers.
[Coordinator 102]

...one of the important things with live liver trateptation is having quite fit
donors, and, you know, Scotland is not really kndarhaving the fittest people in
the world, particularly in older people, are oftegpertensive, they’re on one or tw
medications for something and that makes somettkadive donor liver
transplantation much riskier.

[Surgeon 109]

The second reason, | suspect, is the fact thabytumiately, Scottish people are not
terribly fit and | think this is an issue becaus®| said, 90% of people who came
through and went as far as having, you know, CTscandiac testing’s, they were
not appropriate on the grounds of fitness...

[Consultant 115]

and therefore the unit cannot allow them to dorlats.the unit’s duty to their
patients, both donors and recipients alike, to enthat the risk is kept to a

minimum. Consequently, potential donors who areimotediately refused on
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medical grounds are subjected to an array of medighpsychological
assessments. Any element found that would liketyeiase the risk to the donor is
confronted, and if necessary will result in theeogijon of the individual as a
potential donor. In Scotland this is a common o@noe predominantly due to the
less than adequate fitness levels of potential dpmeho are overweight and smoke,
and often are reluctant to change their ways. Aigihoit is not possible to say how
many potential donors enquired about LDLT but wefased formal assessment
due to immediately obvious health contraindicatjaithe 22 donors who did start
formal assessment between April 2006 and April 2Q0% were later turned away
due to medical issues (Scottish Liver Transplant,wmpublished data)(see

Appendix 21).

5.5.2.3lliness and transplant perceptions

In addition to family dynamics and health, ‘cultuaéso encompasses how liver
disease and transplantation is perceived by thergkepopulation (see Box 5-7).
Participants generally believed that patients ambds do not know enough about
LDLT and are reluctant to find out. This lack ofdwledge may lead to
unsubstantiated ideas of what living donation imesland requires, and

subsequently may have resulted in premature rejectithe possibility.

Within the white Scottish culture, deceased domaisadhe norm. Deceased
donation is widely publicised through media andaratl promotions to increase
registration on the NHS organ donor register. Tioeeg deceased donations are
perhaps seen as the most common and successfalfwhtaining a transplant.
LDLT on the other hand is new and has now only lkmre once by the transplant

team at the unit. Consequently, there is presureegbnsness amongst many
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Box 5-7: lllness and transplant perceptions

Because possibly coming from the patient and tlaive’s stand point they know
that something’s possible, but then the most comweyof that happening is
because somebody dies and donates their orgaethihk that that’s going to
happen.

[Coordinator 104]

| wonder if they think that we're saying that tode them to donate and that they
don’t necessarily think that what we’re telling thés, | wouldn’t say true, but not
the whole truth. That they will still have that mpt later on.

[Surgeon 107]

People are nervous aren’t they? Even though yaifeging it to them they knew i
was new. They have access to the Internet, thew kvitat we do and what we
don’t do and we tell them, do you know that we métvdone one. They've read the
packs and I think a lot of people were put off. Thagients on the list themselves
were saying no, a lot of them were saying no.rnkhmaybe it was because we
hadn’t done one, I'm not too sure.

[Coordinator 102]

| just think that for a lay population it's veryfficult to appreciate, you know, wha
happens in liver disease, chronic liver diseaseaBge they could be relatively wel
i.e. walking around, but things, complications thappen can happen like that
(clicks fingers) and that's what people... They anpredictable. The slow, steady
decline does happen but on the waiting list thepfgeavho die, you know, tend to be
from unexpected acute infection or bleeds.
[Consultant 111]

| think most of them believe that, as you say, heotype of organ will become
available and so living donor is a last resorttfam. And | just don’t think they
necessarily can think out, you know, the fact thay might be too sick to benefit
from living donation by the time it gets to thathlnk they just hope that they’ll get
a deceased donor, that’s the impression | got.
[Consultant 105]

Em, | don’t know. | think, maybe, people don't iealthat, you know, when you
say you have to wait a long time on the waitingthsit, it's not going to happen,
you know.

[Coordinator 112]

...and maybe the truth is that, that whatever iteis, twelve deaths a year on the
waiting list is not enough to scare people into imgla decision
[Consultant 100]

...you can see what happens to the patients, thiely they’ll kind of try their luck
first, they're told deceased is better if they gee, so they wait for a deceased ong.
[Consultant 108]
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patients about being one of the first to opt forllIDIt is perceived that patients
would rather stick with what they know and hold Garta deceased donation as this
is how it is normally done. Patients appear unagilio“open their minds up a bit

further and think about things a bit out the bd€onsultant 105].

It is generally recognised that patients beliedeeeased donation suitable for them
will arrive without the need to consider living diion. There is an expectation
amongst patients that the waiting list is almogtiarantee that a deceased donation
will arrive becauséyou wouldn’t be put on a waiting list to wait foothing”
[Coordinator 104]. Such logical thinking suggestignts do not fully believe the
team when they are told the wait on the list cdaddh long time. Patients, perhaps
as a coping mechanism, convince themselves theteaded donation will arrive in

time and their illness perceptions give them neeeanot to believe this.

It is suggested that patients don’t appreciatautipredictability of liver disease and
how quickly fatal deterioration can occur. Whilsamy patients feel relatively well
when they are first put on the transplant waitisg they don’t alway$necessarily
know how sick they ardConsultant 100], and consequently the estimatathde
rate whilst on the list does not apply to thenis berhaps presumed that people
sicker than them will be the ones that die and rtat appreciated that they too
could become that sick in a short space of timés Timrealistic optimism’
(Weinstein, 1980) whereby deterioration and dealihnat happen to them and a
deceased donation will be found in time, may reisutlhe opportunity to receive a
transplant through living donation being missedidpés may not fully comprehend
that the unit has strict eligibility criteria fdne transplant waiting list. To be ‘listed’

indicates that the patient has, at a minimum, re@ehpoint where their predicted
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mortality within the next year is greater than $%hey do not receive a transplant
(Neuberger, Gimson, Davies, Akyol, O'Grady, Burdosigt al, 2008). Listed
patients are therefore sicker than they might thirile culture of the Scottish
population is either one of hope and/or misundadstey but both are thought to

have contributed to the lack of progress made WDLT at the SLTU.

5.5.3 Discussion

A patient presenting with liver disease has themgpess monitored by a liver
consultant physician (i.e. a hepatologist), arsklécted for transplant, will have the
additional support of a transplant coordinator andjeon. Each profession plays a
significant role in the patient’s care and for edwh introduction of LDLT required
the acquisition of new skills and knowledge givthgm a valuable perspective on
the option and its subsequent progress. Whilst oty the interviews to draw out
such perspectives, and from initial analysis oftteascripts, no obvious differences
in thematic content between the three groups (smgeconsultants and
coordinators) were noted and therefore the decisesmade to continue analysis
of the transcripts as one sample. Evidence to stppoh of the emerging themes

was found within each of the three groups.

Participants generally agreed that although thelyaxgpected to conduct a low
number of LDLT procedures within the first yeartloé programmes availability in
Scotland, a rate as low as one in three years ataanticipated. However, upon
reflection, possible reasons for this outcome vediered and, through analysis of

all 17 interviews, were found to fall into the snain themes described in the results

section above.
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The results neatly complement the findings desdribeChapter 4 (Considering
LDLT). In this previous chapter, one of the keysaas why LDLT had not been
actively pursued by patients was the perceivedtdgke donor. In this current
study risk is also regarded to be the underlyimgoe for the LDLT programme’s
slow uptake, but rather than focusing on the risthe donor specifically, it is
justification of this risk that is thought to bethe heart of the themes identified. By
obtaining the perspectives of medical staff we Haeen able to establish exactly

how and why the risk involved in LDLT has impactedprogress in Scotland.

Within the culture of the unit, the risk to the donvas an important, distinguishing
feature of living donation and attempts to avoid tisk was sought through a
cautious, ‘soft sell’ approach of the unit towatd®LT. In the current climate of
reduced deaths on the waiting list and increasedad®d donations, the risk to a
healthy donor was considered difficult to justiéynd subsequently, deceased

donation was the preferred method of transplantatio

Participants also understood that risk was an itapbdeterminant of the slow
uptake from the perspective of the patients anul tamilies. The culture of the
Scottish population would depict that donationsrfra younger generation are
unacceptable, yet with LDLT, they are often theygrdtential candidates. The risk
to a younger donor was thought to be worse in lighhbe likelihood of such donors
having young families, personal commitments andriplans. Donors themselves
were also thought to be less willing to donatert@ker person for similar reasons.
When potential donors did come forward to enquideut donating their less than
adequate health and fitness levels only servedctease the risk involved and

therefore the team would reject their offer assk reduction method.
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Whilst the risk for the donor is deemed an impdrfantor, patients’ perceived
personal risk is also thought to contribute todlwav uptake. The theme concerning
the illness and transplant perceptions of patikasshighlighted the presence of
unrealistic optimism. Unrealistic optimism is demstrated when a group of people
collectively believe that the chance of somethirgative happening to them as an
individual is lower than average (Weinstein, 1980)his study, patients are
reported to believe that their chance of dying beefotransplant becomes available

is lower than average and this deterred their puo$UDLT.

Unrealistic optimism is a common finding within i@rs health domains and is
thought to affect coping and treatment choices emdddition, may impact how
personal risk information is processed (Radcliff&i&in, 2002; Treloar &
Hopwood, 2008). The theme of LDLT being a possiast option, from the study
with patients described in Chapter 4 (Consideribd.T), may also indicate an
optimistic bias. Not only was the patient delayihg risk to the donor by only
considering LDLT as a last option, but perhapsrtbenfidence to delay was
indicative of an optimistic bias that a deceaseuation would arrive and that dying
was not something that would happen to them. Uisteabptimism may therefore
result in patients not seeking treatment altereatand not fully appreciating the
real risks involved in waiting for a deceased dmmatThe extent to which
unrealistic optimism is involved in LDLT and waysdvercome any detriment

associated with it requires further investigation.

In this study it is suggested that patients mayehagked up on unspoken “vibes”
from the team that LDLT was a) not the unit’s pregd method of transplant and b)

that a deceased donation was likely to turn upme &and therefore the need to
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consider LDLT was not so strong. Although in ChagtéConsidering LDLT)
patients and donors did not describe being dirguityoff LDLT by staff, it may be
that subconsciously, the culture of the unit haanliafluential in their decision to
only consider LDLT as a last option. The unit adedty chose not to force the
subject of living donation, but rather they wouldyde initial information and then
wait for a decision to be independently made bypéwgent and their donor. It may
be that this lack of ‘push’ was interpreted asck laf encouragement, which in
comparison to the standard and obligatory preparatf patients for a deceased
donation, perhaps gave weight to an optimistic thasa living donation would not

be personally necessary for them.

In consideration of the theoretical underpinninfjghcs research, which stipulates
that how we think influences what we do, the resadn be partially explained
within the framework of both the health belief mbtéBM) (Rosenstock, 1966)
and the theory of planned behaviour (TPB)(Ajzer88)9In support of the HBM,
patients and donors are again thought to weighhegosts and benefits of LDLT
when trying to decide on what action to take (Caagt Considering LDLT). The
costs were predominantly in relation to the impactthe donor’s family and
personal circumstances, which were heightened d¥atimily dynamics of the
typical Scottish patient and required younger dohocontrast, the benefits of
LDLT were underplayed by the patients’ belief ttiety were not that unwell and
would receive a deceased donation in time. Theeperd severity of the illness and
susceptibility to death were therefore also impartieterminants of the decision to

not pursue LDLT.
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The behaviour of the medical staff is also influsthty the perceived costs and
benefits of LDLT and can therefore be partially laxped by the HBM. Since the
unit introduced LDLT, the need for the procedur&aotland is thought to have
reduced resulting in the risks / costs of the pdace outweighing the benefits.
LDLT was originally deemed necessary because dededmnation rates were so
low that the risk of a patient dying before thegaiwed a deceased donation was
high. However, changes to the transplant systera haw been made resulting in
an increased rate of deceased donations, whicesemnheighten the perceived risk
/ cost to the donor and, at the same time, hacestpatients’ perceived

susceptibility to death whilst on the list.

In December 2006, the Organ Donation Taskforcefosased to carry out
extensive research of worldwide organ donationesgstin order to elicit the
barriers to donations and make recommendationsiomovements to the UK
system (Griffiths, Verble, Falvey, Bell, Logan, Mjan et al, 2009). The UK was
thought to have the worst donation rates in Wedkemope and improvements were
needed to reduce the unnecessary deaths on teplaanwaiting list. Through
subsequent research it was hypothesised that chémgjee system, specifically to
the identification and retrieval of suitable organwsuld lead to a 50% increase in
donations over the next 5 years, leading to amestid additional 1200 transplants
in the UK (Organ Donation Taskforce, 2008). Recomdagions to achieve this
have been implemented and an increase in the nushideceased donations has
already been achieved. Consequently, the balancestd and benefits in relation to
LDLT has shifted in Scotland so that the risk te ttonor cannot be confidently

justified.
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In respect to the Theory of Planned Behaviour (TR®)rceived control’ can be
considered as a crucial determinant of the ungisaviour, which is carrying out
LDLT. Through experience with organising and cortothgcdeceased whole and
split liver transplants, the unit believe they héwve skills to conduct LDLT. Such
control contributed to the unit’s original intentito perform the procedure.
However, only conducting one LDLT procedure in thyears has been noted to be
detrimental to the maintenance and developmeritesfe more specific skills, which
may have served to reduce intention over the y&aesddition, external factors
relating to control, such as the health and fitreégsotential donors, has directly
impacted on the behaviour: a living liver donateam only be performed if there

are healthy donors willing and able to donate.

The other two component of the TPB, namely attitiosdeards the behaviour and
subjective norms, are also highlighted in this aesle. The preference towards
deceased donations and the approach of the urardsw.DLT is indicative of the
unit’s attitude which, as described, is influenbgdhe perceived need for LDLT in
Scotland. The risk to the donor, under the curcentitions of the deceased
donation rate and waiting list mortality, is nosigajustified and attitudes have
changed accordingly, with the intention to perfdtBLT reduced. Similarly, the
medical staff who participated in this study untlmsd why patients did not want to
pursue LDLT and agreed that ‘donating up a germratand the family dynamics
associated with this, was not a socially acceptabien, again reducing the

intention to perform LDLT.

In Japan, family dynamics are thought to influetieeuptake of LDLT. In a study

by Fujita and colleagues (2006), donating to extelnfdmily such as parents or
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siblings was regarded as a more difficult decisi@n if the donation was for
immediate family such as children or partner. Hosveit was found that the
Japanese donors overcame this issue due to tleribét they had no choice
(Fujita, Akabayashi, Slingsby, Kosugi, Fujimoto,T&naka, 2006). Donors
considered the patient’s life to be the prioritgldhat it was their responsibility to
donate. Importantly, LDLT was considered to bedhky option as deceased
donations, particularly from heart beating donargehtraditionally not been
accepted in Japan (Fujita et al, 2006). This istdusixed cultural and religious
beliefs which includes that death cannot occur tiné heart and lungs have
stopped functioning, and that following death itngortant to be buried with all
body parts (Kaur, 1998). In Scotland, it is cldattdonors do have a choice and

therefore social norms have resulted in limitedspoee to perform LDLT.

Although the themes described emerged in intervigitls surgeons, coordinators
and consultants alike, differences between thepg ot participants were found
with respect to the flow of the interview. It wasserved by the interviewer (the
author) that surgeons were particularly more irdito be matter of fact in their
response to questions and did not easily elaboratbeir personal opinions. Whilst
this may be characteristic of the surgeons intergd the circumstances of the
interview and interviewer may also have been cbuatmg factors and this is

potentially a weakness of the study.

Despite familiarity with the majority of participts) contact between the
interviewer and surgeons had been limited. Thevigeer personally perceived the
surgeons to be in a position of power and consdbtydelt particularly nervous

when conducting these interviews. However, nervesisnvas also indicated from
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their perspective. As leaders of the LDLT programthe surgeons had a vested
interest in finding out the reasons why LDLT had tad&ken off in Scotland and were
perhaps anxious that the results would indicatmblan the unit and consequently
harm its reputation. This may have added to thé&psional standpoint elicited in

their responses.

In addition, arranging a time and place for themews was troublesome given the
busy schedules of each of the participants butwthss particularly problematic with
surgeons. It was perceived that participating is tesearch was not a priority but
rather a favour, conducted under their conditidie surgeons’ limited time will

have affected the dynamics of the interview ans shiould be noted.

However, the difficulties found with the interviewsay not only be attributable to
level of familiarity between the interviewer andarviewee, or power relationships,
but also gender differences and influences. Whiikstcoordinators were all female,
the surgeons were all male, each being intervidvyea female, which again may
have affected the flow and ease of the intervieangtiltant physicians were also
predominantly male, but familiarity with the intéewer and less direct involvement

in LDLT, perhaps aided the interview process.

Without changes in the perceived need for LDLT, smthe cultural dimensions
highlighted in this study, it is unlikely that Stand, in the near future, will see a

great increase in the number of LDLTs conducted.
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Chapter 6 Scotland’s first Living Donor Liver
Transplant procedure — a case study

6.1 Abstract

Objectives LDLT is a relatively new procedure and its impeauires further
psychological evaluation. To justify the inevitablgrm to the healthy donor the risk
must be minimised. In January 2008, the Scottisier Transplant Unit conducted
their first LDLT procedure and an in-depth evaloatof the impact on both the
donor and their recipient’s quality of life (QOlpsychosocial wellbeing and,
physical and cognitive functioning was deemed d&sen

Design A mixed quantitative and qualitative longitudirsaidy design was
employed. Patterns of responses to each quangitateéasure were reviewed and
relevant themes from each interview described.

Method: Participation involved the completion of a questiaire pack, a set of
computerised neuropsychological tests, and a stuoatsred interview at three
time periods: prior to the operation, 6 weeks pps&ration and 6 months post
operationResults LDLT resulted in an improvement to the recipis®OL from
pre to 6 months post LDLT. In contrast, the dondfesed some deterioration in her
QOL at 6 weeks post LDLT which, despite improvingdomonths, did not always
completely return to the baseline level. Both dced recipient experienced
improvement in their levels of emotional distre@salitative analysis confirms and
enhances explanation of the quantitative resultslsfMhe recipient experienced
emotional difficulties related to unrealistic extsmons regarding his recovery,
improvements resulted in a fresh, positive perspeto life. For the donor,
although saving the recipient’s life was a positteasequence of donating, the

procedure also meant sacrifices had to be madajramét expectations
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subsequently affected her perceived QOL.
Conclusion The results of the first couple to proceed withLT in Scotland
provide important information that merits considena and monitoring with future

LDLT candidates.

6.2 Introduction

Living donor liver transplantation (LDLT) is one thfe many advances in surgical
and medical techniques developed in an attempictease the supply of
transplantable organs and reduce the number oingdist deaths. However, it is
also the most controversial as it involves a sutistbdegree of risk to a healthy

individual (see Chapter 1: General Introduction).

The moral and ethical implications of LDLT are agmaount consideration for any
transplant unit embarking on a living donation peasgme. As the operation itself is
of no direct physical benefit to the donor and eausubstantial harm, the only
potential gain for the donor is psychological, whiarings its justification into
guestion (Cronin, Millis, & Siegler, 2001; NeubergePrice, 2003). The inevitable
harm to the donor must be minimised, and only bgdgully aware of the physical
and psychological implications of LDLT for a dorzan this be successfully

achieved.

As LDLT is a relatively new surgical procedure,yobnducted by a select number
of transplant centres in a small number of coustriesearch in this area remains
limited. The research conducted to date has pretntly been quantitative in
nature and whilst the consensus would be that LB&&s not adversely effect the
overall quality of life of donors, there has beems variation in the findings

(Feltrin, Pegoraro, Rago, Benciolini, Pasquatossoa et al, 2008; Kim-Schluger et
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al, 2002; Pascher et al, 2002; Trotter et al, 2004¢ introduction of qualitative
research whereby the donor’s views, feelings aaddatan be described from their
own perspective has aided interpretation of theoderperience and has allowed
important issues not addressed by quantitativaesud come to light (Cabello &
Smolowitz, 2008; Kusakabe, Irie, Ito, & Kazuma, 80Bapachristou et al, 2004).
For this reason, in-depth semi-structured intergigith donors and recipients were

included in this current study.

It has been established that patients with liveease often face cognitive decline
due to impaired liver function leading to an acclatian of toxins within the blood
stream (Collie, 2005; O'Carroll et al, 2003; O'©dHret al, 2008). However, the
cognitive impact for donors following removal of%0of their liver has not yet
been investigated; therefore neuropsychologic# t@sre also included in this
study to establish the possibility of deficits tteation, concentration, psychomotor
speed and memory. Assessing donors on a numbecasions over the course of
their LDLT experience was an important aspect of study. For donors to be
appropriately supported, any deterioration or dgwelent in physical and
psychosocial wellbeing across the course of the TBkperience must be

understood.

Given the degree of risk to the healthy donor niagority of research studies to
date have concentrated on the donor, but the ingratite recipient cannot be
ignored. The medical outcome for the recipientdfieing LDLT is generally
considered comparable to a deceased donatiorsf@g-term patient and graft
survival). However, recent research has indicateglaer rate of complications and

disease recurrence following LDLT (Berg, GillesgWgrion, Brown, Abecassis,
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Trotter et al, 2007; Kashyap, Mantry, Sharma, Makafadjou, Qi et al, 2009;
Settmacher, Theruvath, Pascher, & Neuhaus, 200d{)s¥¥he option of LDLT
does have benefits over a deceased donation, iedigedite to its timing (see
Chapter 1: General introduction), the impact ofithelvement of a known living
donor on the experience of the recipient is undeearched. Therefore an
additional aim of this study is to gain a bettederstanding of receiving a living

donation and the effect it has on the recipiengigchosocial wellbeing.

The Scottish Liver Transplant Unit (SLTU) commendieeir LDLT programme in
April 2006. Poised to investigate the functionall @sychosocial impact of LDLT
on both donors and recipients in Scotland, theawthd colleagues faced the
challenge of recruitment. When funding for the SLiDUprovide LDLT was granted
it was proposed that the unit would conduct appnately 27 LDLT procedures
within the first three years, however, this wasfidfilled (Scottish Liver

Transplant Unit, 2004). By April 2009, only one LDloperation had taken place at
the SLTU. The opportunity therefore arose to repatetailed case study on

Scotland'’s first LDLT couple and their experiensealescribed in this chapter.

6.3 The Couple

The recipient (RP) was a 28 year old, white malewds diagnosed with Primary
Sclerosing Cholangitis (PSC) whilst a teenagervaasl placed on the Scottish liver
transplant waiting list in September 2007, with BIND score of 20 (see Appendix
1). Prior to listing RP was working as an IT comant following time spent
travelling. In 2002 he met his wife (DP), whom harnmed in May 2007. Eight

months later, DP, a 25 year old, white female, strgtudying for a degree in
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veterinary nursing, donated 60% of her liver to Inesband. The couple had no

children and were residing with DP’s mother.

6.4 Primary Sclerosing Cholangitis (PSC)

Primary Sclerosing Cholangitis (PSC) is a disedsiehvaffects the bile ducts of the
liver, causing them to degenerate, narrow and cpresely impede the necessary
flow of bile in and around the liver. Bile is prozkd by the liver and is essential for
digestion and the removal of toxins from the bolye cause of this disease
remains largely unknown however problems in anviiddial’'s immune system are
mainly thought to be involved. The precise natdrthese problems continues to be

investigated (Cullen & Chapman, 2003; Lee & Kaplth995).

PSC is a progressive disease often asymptomaite imtial stages leading to
symptoms such as fatigue, jaundice, itchiness aidhitloss as it develops
(Geonzon-Gonzales, 2007). The disease is predotiyrfannd in males and the
average age at which diagnosis is given is 40 y@arthe precise cause is yet to be
determined, medical intervention is limited to tamporary management of
symptoms with the only effective long term treattnaurrently being liver

transplantation (Geonzon-Gonzales, 2007; Lee & &apl995).

6.5 Hypotheses
o The recipient will show general improvement frore po 6 weeks, to 6

months post LDLT.

o The donor will show physical and cognitive deteatan from pre to 6
weeks post donation, improving to similar pre dmratevels by 6 months post

LDLT.

126



6.6 Methodology

The couple was contacted by the interviewer (thbaof this thesis) and invited
to participate in a large longitudinal study toestigate the functional and
psychosocial outcome of living liver donation (#ggendix 22). The interviewer
introduced herself to the couple as a psycholagisking for the University of
Stirling, researching the experience of living argkonation. The interviewer
explained to the participants that, whilst the $rlant unit had agreed to support the
research project, their involvement was limitednt® provision of patients’ contact
details. RP and DP both agreed to participate epdrately completed the
assessment at three time periods: pre-transplavgée&s post transplant and 6
months post transplant. Written consent was obdigamier to participation. Lothian

Local Research Ethics Committee approved this sfiedher dated 28 May 2006).

Each assessment began with completion of the pkygical questionnaire
package, immediately followed by completion of toenputerised cognitive
neuropsychological tests. Following a short breagemi-structured interview was
then conducted to allow each participant the opymity to describe their own
personal experience of the LDLT process. The whsfessment took

approximately 2 hours to complete and was conduaotétke participant’'s home.

By December 2008, the couple remained the only dand recipient to have
completed LDLT at the SLTU. The results from RP &Rls participation were,
therefore, incorporated into a detailed single-cisdy. The couple indicated
support for their data to be used within a singleecstudy and provided additional
written consent (see Appendix 23). Additional cartseas necessary as the
couple’s situation meant anonymity could not bergoteed, despite every effort by

the interviewer to retain it.
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6.6.1 Questionnaires

The questionnaires employed measured physicaliioits (SF36); daily physical
and psychosocial functioning (FLP); relationshipd aocial issues (VAS); global
quality of life ( WHOQOL-BREF); and anxiety and depsion (HADs). Each
questionnaire is described in detail in Chaptevigthodology). The questionnaires

took approximately 30 minutes to complete.

6.6.2 Verbal Memory

Verbal memory was assessed with 8tery Immediatécompleted before the
interview) andStory Delayedcompleted after the interview) subtests of the
Rivermead Behavioural Memory Test (RBMT) (see Céapt Methodology,

section 2.12).

6.6.3 Computer tests

Three tests from the Cambridge Neuropsychologieal Rutomated Battery
(CANTAB) were completed: Rapid Visual Informatiomoessing (RVP), Reaction
Time (RTI), and Delayed matching to sample (DMS$)e3e tests specifically
measure memory, attention and psychomotor speedifsapter 2: Methodology,

section 2.11).

6.6.4 Interview

A semi structured interview schedule was develdpethe purpose of this project
with flexibility added to address data collectisarh the perspective of the donor
and the recipient, and to coincide with the timapof assessment (see Appendix
24 for example). The topics covered are listedabl& 6-1. Topic formation was
stimulated by the available literature and disaussietween the author and

colleagues. Whilst the topics and questions wetestnoctured around one
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theoretical model, knowledge of psychosocial faxtarown to predict behaviour

and recovery influenced the content of the intemsehedule. For example, the

interview was devised to encourage an environméet@by participants could

freely describe their attitudes towards organ f&rgation, the perceived norms

surrounding living donation, and the cognitive eantations of their condition,

factors intrinsic to the Theory of Planned Behavi@lPB) and Leventhal’s Self-

Regulation Model (SRM) (Ajzen, 1988; Leventhal et1®84).

Table 6-1: Topics to be discussed in the pre and giooperation interviews

Pre-operation

Post operation (6 weeks and 6 mon

ths)

Background to current situation
Decision to donate / accept donation
Perceived views of others

Body image

Relationship and social implications
Expectations and concerns

Attitude towards medical care

Anticipated reactions to all possible
outcomes.

Additional comments

The surgical experience (6 weeks only
Current wellbeing

Body image

Relationship and social implications
Expectations and concerns

Attitude towards medical care
Reflections on experience
Additional comments

N

The interview was always conducted following contiple of the quantitative

measures. This order was adhered to in an attermpaximize participant insight

when the opportunity to discuss the topics sugdestth the quantitative measures

arose within the interview. Each interview was réea and transcribed verbatim.

6.7 Data Analysis

6.7.1 Quantitative data

The results are described in terms of the genaitséqm of scores. The testing of

statistically significant differences between tlomadr and recipient, and over time,

were not possible due to the conditions of a shegkee study. However, results
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showing substantial differences are illustratedragph form to allow visual

comparisons to be made. Comparisons are made roative data where possible.

6.7.2 Qualitative data

The interviews were transcribed and analysed bytiteor using Thematic

Analysis as described by Braun and Clarke (200& (3hapter 1: General
Introduction, section 1.8). An inductive, semarmipproach directed the analysis
(Braun & Clarke, 2006). Each transcript was codedl @nalysed separately. An
experienced qualitative researcher also codeddteetd prevent potential bias from
the interviewer. The emerging themes were companeddiscussed between coders
allowing interpretation of the data and theme fdrorato be enhanced (Barbour,
2001). A third person familiar with the transcripisd the area of liver
transplantation reviewed the analysis and agreddthve final generated themes

and sub-themes.

From initial coding of the interview transcriptsnas decided by all three reviewers
that for the purpose of this chapter the decisi@king process surrounding LDLT,
embedded within the first interview transcripts,uldbbe specifically considered,
followed by the main changes that had occurredday éime point of the remaining
interviews. The corresponding sub-themes are regantthis chapter. The
transcripts of the donor and recipient were assessgarately. In keeping with
proposed guidelines for quality assurance in qatalié research, extracts from the
relevant interview transcripts are included intbgults section to illustrate the
themes developed, provide transparency, and alewdader the opportunity to
appraise the interpretations offered by the auftiot, Fischer, & Rennie, 1999;

Yardley, 2000).

130



6.8 Results
6.8.1 Quantitative results

6.8.1.1Short-Form 36 (SF36)

The results of the physical functioning domainted 6F36 are presented in Table 6-
4. Prior to the operation and at 6 months postaijmar the donor scored above the
UK norm for age matched females (norm mean = 8Q\Ware, Kosinski, &

Gandek, 2000). However, physical functioning detated below the norm at 6
weeks post operation. The recipient’s physical fieming improved from pre to 6
months post operation but remained below the Ukmiar males his age (norm
mean = 94.9) (Ware et al, 2000). Due to missing ffaim the recipient the level of

physical functioning at 6 weeks post operation cate determined.
6.8.1.2Functional Limitations Profile (FLP)
Physical dimension

The donor’s health only slightly limited her daphysical abilities at 6 weeks post
operation. For the recipient, the LDLT operatiosuiéed in a substantial

improvement in physical functioning associated wdé#ily living (see Figure 6-1).
Psychosocial dimension

Again the donor, prior to the operation, was noiited in a psychosocial capacity
as a result of her health but substantial detdrmravas noted at 6 weeks. By 6
months the donor was not as limited as a resuieohealth but had not yet returned
to her pre-operation levels. For the recipient,daer health prior to the operation
meant he suffered a considerable degree of liraitatwith regard to the

psychosocial aspects of daily living. Such limias became slightly worse by 6
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weeks post operation before improving substantiajiyhe 6 month assessment (see

Figure 6-2).

Figure 6-1: Score on the Physical dimension of tHeunctional Limitations
Profile
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Figure 6-2: Score on the Psychosocial dimension thie Functional Limitations
Profile
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6.8.1.3Visual Analogue Scales for Relationship and socigsues
(VAS)

The results from the visual analogue scales aelis Table 6-2 and Table 6-3.
Both the donor and recipient predominantly felt LIDhad positively impacted their
relationship with one another and their relatiopsiwith other family members and
friends. However, it should be noted that the recipalso perceived a degree of
adverse affect on his relationship with friends &gardily, particularly whilst he was

on the waiting list, and with his donor during reeoy at 6 weeks post LDLT.

Table 6-2: Responses to questions regarding relatiship issues.

6 weeks Post 6 months Post

Question Participant Pre Operation Operation Operation
Has relationship ~ Donor 65 93 97
with donor/recipient

improved? (%) Recipient 58 81 77
Has relationship Donor 1 1 0

with donor/recipient

been adversely .
affected? (%) Recipient 2 20 7

Has relationship  ponor 47 84 75
with family and

friends improved?

(%)? Recipient 33 48 60
Has relationship

with family and Donor 3 2 0
friends been

adversely affected? Recipient 33 14 11
(%)°

20% = Not at all, to 100% = An extreme amount

The additional questions and results are present€dble 6-3. Prior to the
operation the donor had a reasonable level of carfoe the operation and for the
remaining part of her liver. Following the operatiDP’s worry for her liver

substantially reduced, but by 6 months it had moirdshed completely. This may
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be related to the high level of discomfort from oar which persisted at 6 months

post operation.

Table 6-3: Responses to questions regarding persdrand social issues.

6 weeks post 6 months post
Question Participant Pre operation operation operation

Do you have
concerns about the Donor 62 N/A N/A
operation itself? (96)

Do you have

concerns / worry

about the remaining Donor 61 30 25
part of your liver?

(%)°

Have you suffered
any financial loss?  Donor N/A 74 36
(%)

Do you experience
discomfort from the Donor N/A 76 73
scar? (%)

If possible would you
donate part of your Donor N/A 72 58
liver again? (%E)/

Do you have
concerns for the
welfare of the donor?
(%)

Recipient 97 66 80

20% = Not at all, to 100% = An extreme amotif® = Definitely no to 100% = Definitely yes

At 6 weeks post operation the donor felt fairlysgly that she would go through
the experience again, but at 6 months the conviafdhis response had reduced, as
had the feeling that the operation resulted inrfaial suffering. For the recipient,
his extreme concern for the welfare of the dona@rgp the operation decreased

post transplant, but had increased again by 6 rsonth
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6.8.1.4World Health Organisation’s Quality of Life Scale (orief
version) (WHOQOL-BREF)?

Physical health

As illustrated in Figure 6-3, the donor’s satisfactwith her physical health status
substantially reduced at 6 weeks post operatiombstabove established norms
prior to and at 6 months post operation (HawthoHerrman, & Murphy, 2006). In
contrast, the recipient had limited satisfactiothwiiis physical health prior to the
procedure, but by 6 weeks this had increased antrthrovement was maintained
at 6 months. However, it is important to note thatrecipient’s satisfaction with

his health was consistently below both the normtaatiexperienced by the donor.

Figure 6-3: Scores on the Physical Health domain tofie World Health
Organisation’s Quality of Life Scale — Bref.
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A similar pattern was found for the psychologicahlth domain, illustrated in

Figure 6-4. The donor’s satisfaction with aspeétsey psychological health was

2 Results of the WHOQOL domains have been transfdnme 0-100 scale to allow comparisons
with published norms.
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comparable to published norms prior to the opemadiod despite a dip at 6 weeks,
was again above the norm at 6 months post oper@tianwthorne et al, 2006). For
the recipient, his satisfaction increased ovetlhinee time points, reaching a level

above the norm at 6 months.

Figure 6-4: Scores on the Psychological Health donmeof the World Health
Organisation’s Quality of Life Scale — Bref.
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Social relationships and Environment

The results for the remaining two domains are prieskin Table 6-4. Both the
donor and recipient experienced an increase in flagisfaction with social aspects
of their lives, reaching the maximum level by 6 rienpost operation (norm =
71.5) (Hawthorne et al, 2006). With regard to tesivironment the level of
satisfaction remained stable over time for the ddroon pre to post transplant and
was below the norm (norm = 75.1)(Hawthorne et @06). Due to missing data it
was unclear how the recipient scored on this dompaor to the procedure however

post transplant scores were similar to that ofdibeor.
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Table 6-4: Scores on the SF36, the remaining two g@ins of the WHOQOL-
Bref, and the Anxiety subscale of the Hospital Anxaty and Depression Scale

6 weeks Post 6 months Post

Measure Participant Pre Operation  Operation Operation
Short-Form 36: Donor 100 75 95
Physical
functioning Recipient 25 (Missing data) 85

Donor 75 81 100

WHOQOL (Social
relationships)

Recipient 69 81 %
WHOQOL Donor 69 69 69
(environment) Recipient  (Missing data) 69 "~

Donor 4 4 !
HADs: Anxiety

Recipient 4 2 !

6.8.1.5Hospital Anxiety and Depression Scale (HADS)
Depression

The depression scores are illustrated in FigureBeth the donor and the recipient
experienced a reduction in levels of depressiom theethree time periods, but this
was particularly so for the recipient. Accordingimrmative UK data the recipient
scored at the $8percentile prior to the operation (Crawford, Her€yombie, &
Taylor, 2001). In reference to the cut off scoresppsed by Zigmond and Snaith

(1983), this score represents “moderate” depression
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Figure 6-5: Scores on the Depression subscale oétHospital Anxiety and
Depression Scale

S = = ‘Donor Recipient

[ 21

()]

o 18 A

Q.

8 0 15

= ® 12

T »n - -

g 3 oo e .

o 0 ‘ ‘

3 Pre 6 weeks post 6 months

n operation operation post
operation

Time of Assessment

Anxiety

Both the donor and recipient saw a decrease iregngcores over the course of the
LDLT experience but at all times the level of anyidid not rise above the ‘normal’
range (0-7) (see Table 6-4). The highest scorelsdthr donor and recipient,
achieved prior to the operation, constituted th& &ad 43° percentiles respectively
(Crawford et al, 2001).
6.8.1.6Cambridge Neuropsychological Test Automated Battery
(CANTAB)
Scores on the computerized neuropsychological éestpresented in Table 6-5. No
distinct patterns were noted in the results; howewe tests of speed and attention
the donor consistently under performed in compartsahe recipient. This
suggests that either the recipient is not limitedeuropsychological function as a
result of his condition or that the tests used wartesensitive enough to identify

such problems.
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Table 6-5: Scores on CANTAB tests and the RBMT tesidf verbal memory

6 weeks Post 6 months Post

Measure Participant  Pre OperatiorDperation Operation
RTI: 5-choice Donor 15 15 15
accuracy score

(max = 15) Recipient 15 15 15
RTI: 5-choice Donor 292.47 339.60 357.93
reaction timé&

(milliseconds) Recipient 261.60 243.33 270.00
RTI: 5-choice Donor 399.33 438.07 444,73
movement timg

(milliseconds) Recipient 318.33 391.53 324.07
RVP: Total hits Donor 25 26 23
(max = 27) Recipient 26 25 27
RVP: Mean Donor 450.16 522.35 508.52
latency

(milliseconds) Recipient 310.42 292.36 321.33
DMS: Tot'al Donor 5 5 5
correct with

12000ms delay -

(max = 5) Recipient 5 4 5
DMS: Mean Donor 3611.60 3386.00 2822.93
correct Iztency of

all delay: -

(milliseconds) Recipient 2992.13 2888.15 2375.40
RBMT: Story Donor 8 11 12
immediate Recipient 8 7.5 7
RBMT: Story Donor 7.5 7.5 14
delayed Recipient 6.5 10 9

aSpeed at which the button is releasétime taken to touch the screen following releaskutfon.
°Time taken to respond when a correct response \aae fiTime taken to respond when the target
was presented following a delay.

6.8.1.7Rivermead Behavioural Memory Test (RBMT)

Raw scores from the RBMT are presented in Table&gain no distinct patterns

emerged from the results, but of interest wasttitlonor and recipient scored
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similarly on both subtests at the pre operatioesssent and the donor showed no
decline following removal of 60% of her liver. Thecipient only improved with

regard to thestory delayedubtest

6.8.2 Qualitative results

6.8.2.1Donor

Throughout the three interviews, DP discusses Xgeréence of living liver
donation, describing how her life has changed tvercourse of the procedure,
from the offer to donate through to recovery. la thitial interview with DP, she
had already made her decision to donate, but throug conversation more
information about how that decision was made ang iwlgained. Following the
procedure, the interviews allowed DP the opporjutatexplain the personal impact
of her decision and to reflect upon her recovegblé& 6-6 lists the master themes

and subsequent sub-themes that emerged from eacthién.

Table 6-6: Table of themes for donor

Master Theme Sub-themes
Pre operation Deciding on LDLT | Regaining control
(72 days before) Having no choice

Personal gain
Support from medical team

Post operation: 6 weeks Initial impact Sacrifices made
(47 days post) Shift in attention
Post operation: 6 Recovery Consequences of LDLT
months Unrealistic expectations

(196 days post)

6.8.2.1.1 Pre operation
Within the donor’s initial interview it is evideithat the decision to donate is a

result of a complex web of beliefs and emotiongs Hmalysis therefore specifically
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tries to describe the factors which influenced Dd®sision to donate 60% of her

liver to her husband.

6.8.2.1.1.1 Regaining control
Whilst DP had been aware of her husband’s (RP)itondince they met, the need

for a liver transplant was not expected at suchaaty point in their married life:

“So the disease, we knew it was always going tgmess and eventually he would
need a liver em, transplant. We didn’t really thihkwas going to be at this point, so
soon.”

It was anticipated that time was on their side thiad a liver transplant would be the
end result of a long period of gradual liver deteation. There is therefore an

element of surprise at the current situation, withsequent feelings of injustice as

they“only got married in May”.

The worsening of RP’s condition was not fully appated when symptoms started
to appear, with increased tiredness and stomaettibipbeing attributed to less
serious explanations such as Bt getting fat”. The subsequent speed and
gravity of RP’s deterioration was not anticipated &P felt a loss of control over

the situation: her partner’s symptoms sinmf@gowballed”.

In order to regain an element of control, DP h&sraaction and identified a
number of strategies to help alleviate some of Rig'sptoms. For example, in
order to control RP’s ascitewe got his diet stable”and his growing weakness and
susceptibility to bed sores are managedttyyng to sort of move hirh With effort,

DP can retain some control over RP’s condition laglg ensure he is fit enough to

% A condition whereby fluid accumulates in the abéom
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receive a transplant when one becomes availabls. iaed for control is

epitomized by her offer to donate:

“Well | mean if you can do something to help. ltuem’t matter if it was (RP) or
my brother or whatever, you're going to have tasdmething to help”.

The option of LDLT puts DP in a position to potatiyy change the course of her
husband’s disease and therefore cannot be igndhede is a sense of obligation to
not sit back but rather seek out and grasp all dppities. This is heightened by the

urgency of the situation as RP’s condition is edidcome worse:

“...iIf RP gets weak, well weaker em, you know, thlkesrare higher so I'd rather
him be put through while he still can”.

From DP’s experience as a veterinary nurse, sheratahds that as the patient
becomes weaker, the risk of major surgery increasdshe chances of survival are
reduced. If the risk is deemed too high by the song, they will not operate,
therefore, for RP to receive a transplant now, stk is relatively well, would be
to his advantage and therefore is DP’s preferrad pf action. However, given that
there aréjust not enough organsavailable, the timing of a deceased donation

cannot be relied upon and time itself is running ou

“...as the weeks go on and he’s not getting a calls yetting worse, he can feel
he’s getting worse, you can see he’s getting wotse...

DP is witness to the extent of RP’s deterioratind the hopelessness of the
situation. Without a transplant, RP can only camio get worse, which adds
weight to DP’s decision to donate. DP cannot relyother people to provide the
essential liver in time and therefore feels theessity to take control over the

matter and provide the liver herself.
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6.8.2.1.1.2 Having no choice
This feeling of wanting to regain some control other situation is predominantly a

result of the inadequate organ donation systernarJk:

“...we hope that he’ll get like a dead donor but ey things are going and the

dire state of things it's, if I'm honest it probaipisses me off that there isn't, that
the system’s failing (RP) and we have to do evergtthat we can, and if | can help
him I’'m damn well sure I'm going to do it...".

This quote highlights DP’s anger and frustratioh@w the system has let both her
and her husband down. Despite preferring not tatignn the unlikelihood of her
husband receiving a deceased donation in timeisski#ling to cause herself
significant harm, and potentially sacrifice her ohfe, for his benefit. The current
organ donation system neither protects her husban®P, but rather persuades her

to risk her own life. DP is determined to have lhesband saved and will stop at

nothing to do this.

With few alternatives, DP feels she has no reailagho

“I'm not forced in, well okay, | am not forced inttwing it but | wouldn’t feel | had
to do it if there was enough donor pool out there”.

Whilst DP understands that not donating is physia option, emotionally the
potential consequences of not donating leaves hbmw alternative but to donate.
A deceased donation is not guaranteed, thereferertly way DP can truly help her
husband, is to compensate for the system’s failamgsdonate part of her own liver.
DP’s decision to donate is made within a contexXteofisk that | suppose you've
got to take”.DP’s supposition suggests a sense of obligatidrelp her husband,
which is irrespective of any risk involved. With atiernative in sight, donating is

the last chance she and her husband have of laliig together.
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6.8.2.1.1.3 Personal gain
RP’s condition and subsequent need for a liverspeamt has not only changed RP’s
life but has adversely impacted DP’s. The qualitipB’s own life is not a priority

whilst her husband remains on the transplant walist.

“...life revolves around (RP), his condition and mraksure he’s fit and healthy.
And trying to fit my life in but, like | said, itlseen on hold since he was put on the
transplant list...”

As indicated in the above extract, DP is committeder husband and his care is
paramount. As a consequence, DP’s needs havegjaltmg the way and instead
of living she is simply existing. To donate is ti#re a way in which DP can take

control of the situation, stop the disruption to ben life, and get back to normal.

To not donate, on the other hand, has the potentmalke her life even worse:

“...if we don't do this and (RP) doesn’t get a calhat's the alternative? | don’t
have a husband? Not much of a life”.

To donate is a chance to not only save her husbanalso to restore her own
quality of life. Without a sufficient supply of deased donations and without living
donation her husband’s death is likely and a sulesgtjoss to her own life
inevitable. It could therefore be surmised thanlyvdonation is DP’s only real
option. Ironically, for DP to live the life she wigrshe must first risk her life and

donate.

DP’s focus on getting her husband better may hadfless act on one level but on
another, a selfish dimension persists as she isnigtdoing this for him but
importantly for her own benefit too. DP wants'dost get my husband baclkénd

donating part of her liver is the means to this:end
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“...but part of it's probably selfish because | get husband back and | get a life
with him, but if it was for a stranger and | did #iis risk, you know, human nature
is what can | get out of it?”

DP’s decision to donate is tied in with the bersesite perceives for herself. She
may be risking her own life, but the prospect wving a life with her husband is

both justification and reward. The opportunity &t ger own life back encourages

her decision to donate.

6.8.2.1.1.4 Support from medical team

DP is aware of the risk involved in the living dtina procedure but her faith and
confidence in the transplant team allows her tgokes concerns and worries in
check. Despite feelinta bit of a guinea pig”with respect to being the first living
liver donor at the unit, DP is not dissuaded framnating but rather is encouraged

by her belief in the team and the care she antididyand have received so far.

“I have every faith in the doctors, faith in thergeons, and | am happy with the
way things are done. Every time we go up there kyowv, they do, you know
they’re doing their best for you, and they’re olmsty good at what they do. | just
don’t think about it”.

DP’s confidence in the team encourages her ndtind too deeply about the
involved risks, which in turn minimises her conceamd reinforces her decision to
donate. This confidence is supported by DP’s ev@naf the“excellent” service

received so far:

“Em, and you feel like, you know, you're gettingravate treatment in an NHS
hospital.”

The care received by DP whilst being tested forod@uitability has exceeded her
expectations and this feeling of being treated saity serves to increase her

confidence and satisfaction with the team, suppgttier decision to donate.
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6.8.2.1.2 Post operation: Initial impact

DP describes the run up to the operation as a padgess. A date for the procedure
had been arranged and therefore an end to thevaaiin sight. In the interim
period, DP continued to focus on her husband’s itimmg continued to receive
special treatment from the transplant team, andimeed confident in her decision
to donate. However, the procedure resulted infaishDP’s focus away from her
husband and more towards her own recovery. At &svpest donation the positive

and negative impact of donation for DP was theeett@scribed.

6.8.2.1.2.1 Sacrifices made

At 6 weeks post operation there is an overall impnoent in DP’s emotional
quality of life which corresponds with her husbansgurvival. Whilst previously DP
was concerned about RP’s deterioration, he is mowght to béon the road to
recovery”and this has a complementary effect on DP’s ovendifd emotional

wellbeing:

“...1 got my husband back, starting to get my lifekaso | feel good.”

DP has achieved her aim. As described in the peeview analysis DP pursued
living donation for her own personal gain. DP wanadife with her husband and
donating has allowed this to happen. However, mtrest to the emotional benefits

of LDLT, the procedure itself has resulted in argegf physical deterioration.

“It's not a big issue, but quality of life, physibait’s less, but because I've got
(RP) back my quality of life is so much better thamas...”

DP’s body has felt the impact of major surgery aodsequently she has changed

from being a very healthy individual to being aaceering patient with symptoms of
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her own to contend withHowever, at this stage of her recovery such miaysi
problems aréto be expected’and therefore do not overshadow the benefit of

having her husband alive and well.

This positive perspective is further adopted wébard to the limitations such

physical deterioration causes:

“I'm obviously not doing as much as | could do aswd be doing, but at the same
time | can sacrifice that for another month if ieams I've got my husband back
again”.

The limitations are perceived to simply be a terappmconvenience to DP as she
anticipates a return to normal physical functionimghe near future. Being
physically active is clearly an important aspecDéfs quality of life as being
limited is described as“aacrifice, with the loss entailed only acceptable for the

greater good of having her husband with her. Howeleés positive perspective

appears dependent on the anticipated short duratitire limitations.

A physical change that is acknowledged to be peemiais the scar and this serves
as a great challenge to DP’s body perception.érirtterview prior to the operation,
DP predicted that the scar would not bother hetthreiteality of its existence is an

issue:

“...itis big, it goes from here to here and my badyot healing as well as it should
be, (RP)’s got a lovely little pink line, whereamas still quite inflamed and
red...”

Comparing her scar to RP’s emphasizes the factiRas disappointed with the

appearance of her own scar: whilst little and paitovely”, inflamed and red is

* Symptoms include nausea, constipation, loss oétifepweight loss, diarrhea and stiffness.
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not. Although a visible scar was expected, DP hadanticipated the extent of its

appearance and it has subsequently become a cdoc@®R:

“...but I think that six months down the line, a yelakvn the line it'll be, still very,
very obvious and that’'s probably my biggest issuthe scar, I'll need to keep it
covered up.”

DP feels dejected by the perceived likelihood ef$har not fading in the
immediate future. DP appears embarrassed by themeerring to keep it hidden
from view. Whilst she was proud of hgrice smooth skin"and is happy with her

“nice little belly”, the scar spoils her appearance and reduces hetesmee in her

body:“l can’t wear a bikini anymore”.

6.8.2.1.2.2 Shift in attention

RP’s improvement following the operation puts DRuiposition to readdress her
focus and give her own wants and needs much mogdaration. However, it
would seem that, as DP’s attention has turned noovards herself, the attention

from the transplant team has reduced.

DP continues to praise the transplant team fofsbhperb” service she has received
since offering to donate; however, she now percesie is less important to the

team:

“...like | said it was all donor, donor, donor befottee operation and then it was all
recipient, recipient, recipient after the operatjdrthought, | said to them | feel as if
you've got my liver, now you don’t need me”.

Prior to the procedure DP felt that she receivéat af attention from the transplant
team as their focus was on ensuring her safetywatideing. Whilst RP was
already unwell, DP was not; therefore she was psrbansidered the team’s main

concern with her liver being the most important poment. Following the

148



operation, it could be argued that the liver reradiof the utmost importance, but
as it was now part of RP he became the focus dietma’s attention. DP

consequently felt abandoned and used having séefepurpose.

DP felt that the regeneration of her liver shoutdclosely monitored with frequent
checkups by the transplant team. However, ironicatbw that DP had her own

health concerns, she was not wanted as a patient.

“...can | not just get some bloods done regularlywggioto keep my mind at ease
and he was, ‘oh, no | don’t want to take you astagnt’ and all that sort of thing

so | was a bit miffed at that...”

Whilst before the operation the transplant teartteniveness offered assurances to
DP, this is no longer readily available post traasp and this change in level of
support has upset DP. As a couple, DP believearsthder husband remain
particularly important to the transplant team\ae’re protégées, we're their

babies”, but it would appear that the balance of imporganithin the couple has

changed. The shift of attention from DP towards ®Powing the operation, was

not anticipated causing DP some annoyance.

6.8.2.1.3 Post operation: Recovery
Again DP reaffirms her decision to donate but nbe/physical changes noticed
previously are described in terms of how they dffex life, and reflections on her

previous expectations are provided.

6.8.2.1.3.1 Consequences of LDLT
The consequences of LDLT have been both positidenagative. On an emotional
level, DP has continued to reap the benefits ofdleersion to donate. Her

relationship with RP has been strengtheriedw we’ve got a special bond that,
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you know, not many a husband and wife shaaed their life as a couple has been
restoredwe’ve got our life back but further progress is hindered on a physical

level.

Whilst DP states that she“i®covered” from the surgery, pain around the scar area
prevents her from moving on completely. At 6 wepést operation, the appearance
of the scar was the main concern, but now the appea appears less of an issue
compared to the physical discomfort experiencenhftive scar. As a direct result of
the pain, DP feels restricted in her abilities anfifustrated at not being able to do

everything she normally would:

“...this scar’s the only thing that’s holding me baekd the pain and sort of muscle
spasms”.

The scar, the associated pain and muscle spasmswetcome remnants of the
recovery process and are consequently causingptiisnuo DP’s complete return

to normality. The description of her being heldlbrst and foremost relate to the
fact that the pain and spasm prevent her from ¢gaganrt in “vigorous exercise”,
which constitutes a level of fitness DP had achigmeor to the procedure. In
addition, the pain is described to b&aily thing”, and therefore could be said to
act as a constant reminder of DP’s living donatperation, preventing her from

moving on with her life and drawing a line under bBeperience once and for all.

This wish to move on from the experience is furthighlighted by her hopes tbe

all sorted™

“I'm hoping that this is fixed or it fixes itseliha (RP) will be fixed...”
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This quote refers to two problems resulting from pinocedure: DP’s scar pain and
her husband’s hernia. The need for these tiixed” suggests a need for an
official and permanent end to the problems anthéolDLT experience. DP’s scar
pain is poorly understood by both DP and the treamégeam. Its cause and,
consequently, its duration are uncertain. Therefoog to ‘fix’ it is not known and

instead of taking action DP is left to *hdpe

6.8.2.1.3.2 Unmet expectations

In connection with the persistent scar pain, isidlea of unmet expectations. In
earlier interviews it was indicated that DP did anticipate that she would still be
in pain at this stage and therefore, as explaibege it is felt to be holding her
back from her envisioned state of normality. Howeiteshould be noted that the
pain itself is not the issue as it is describethasre annoying than anythingbut
rather it was not expected by DP, and more imptytashe had not been told to

expect it.

“l think my biggest qualm is just that | wish thegd said something about this,
whether... It wouldn’t have made any difference Mkibat, but at least you'd be
prepared for it.”

Being prepared, being in control and knowing whbadtpect is important to DP.
There is a sense of regret at not having beeratmbdit the possibility of scar pain
noted in hefwish” that things had been different. Knowing would hate

resulted in DP changing her mind about donativerause (she) can live with this
and can't live without (her) hubbyhut rather to have known about the pain would

have reduced her present concern over its existamtallowed her to alter her

expectations accordingly.
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Prior to the procedure DP described asking questbthe transplant team and
being given information about LDLT but she was fosewarned of the lasting scar

pain and she appears disappointed at this outcome:

“...it would have been nice to be have been toldlamavn to expect it. You know,
because they told me the main things, but you kpowr, bile leaks, your infection

and things like that which didn’t occur, thank Gbdt it would have been nice to

know every sort of occurrence that may arise tst, ja look out for it”.

There is an indication that perhaps the team hat#t bhformation not perceived by
them to be as important as other complicationsthiscoccurrence had not been
anticipated. When considering her decision to daraP’s faith and confidence in
the transplant team was an important influencegtbee there is now a sense of
disappointment in the team for not informing hetasiting pain and she is

consequentia bit annoyed” by the situation.

6.8.2.2Recipient

Over the course of the three interviews RP desgltiosv his life has changed from
his diagnosis to his recovery from a living liveairisplant. At the initial, pre
operation interview, RP describes the extent othigdition and the changes to his
life experienced as a result of the disease. RiRdecided about LDLT at this stage
and he describes the reasons behind his indectdhe interview conducted 6
weeks after the procedure RP is able to reflechupe transplant experience and
describes the difficulties incurred during his stayospital. This leads to a
description of the transformations resulting frolDLT, realised 6 months after the

operation. The sub-themes to be discussed ard lisfEable 6-7.
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Table 6-7 : Table of themes for recipient

Master Theme Sub-themes
Pre operation Considering LDLT | Deterioration
(56 days pre) Loss of identity

Regain control
Concern for wife

Post operation: 6 weeks The operation Unrealistic expectations
(65 days post)
Post operation: 6 Recovery A positive perspective
months A fresh start

(165 days post)

6.8.2.2.1 Pre operation

At RP’s first interview he, unlike his wife, remainndecided about proceeding
with LDLT. The turmoil present in RP’s consideratiof LDLT is apparent as he
describes beinta bit torn between the two at the momerdhd he reduces the
pressure of making a formal decision by puttingffituntil a future meeting with the
transplant team. This analysis describes the faeading to RP’s confusion over

how to proceed.

6.8.2.2.1.1 Deterioration

The symptoms of RP’s disease started when he wgsdrS old but following
formal diagnosis of Primary Sclerosing Cholandi#SC) and subsequent
“miracle” trial medication, he managed to maintain goodthdal many years.
However, in March 2006 he began to feel ill aghu, it was assumed by RP to be
“a hiccup, it'll go away”. RP played down the reappearance of symptoms and

proceeded to get married but his condition sooartetted:
“...my body realised, ‘Right I've had enough, | n@eest’ and em, that’'s when my
condition, kind of, must ... It was just like fallioff a cliff, because I'd been

relatively well for ten years and then mid Junegl@bly the start of July | just
started getting really, really bad, lost, like | svbbsing like, maybe a kilo or two a
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week. Em, | was, all my muscle was just fallingregf sort of thing, couldn’t eat,
had no appetite, and I, | just got sicker and sitke

The deterioration in RP’s health was unexpectediden and rapid. His body felt as
if it was out of his control and acting against hifor years RP had successfully
managed his condition and therefore to be tolddeslad a transplant washag,

big, big shock to me’RP had only been married 4 months and so the nass

“just devastating”.RP felt his body and future were out of his control

RP’s mental and physical deterioration has contdrwigh concentration and
memory problems on top of jaundice, itchiness, laic&ppetite and fatigue. As a
consequence, RP feéigery, very limited in what (he) can daind this adversely

affects his quality of life:

“I don’t have a life as such. | can’t go to my wotlkhever go, | can’'t go and visit
my friends, you know. | can’t go out anywhere witioowing there’s a toilet
nearby...l have no quality of life at the moment.”

RP sees his condition as restricting his freedamil& to his wife, RP feels he is
currently only existing, not living, as a directudt of the disease and its

progression.

6.8.2.2.1.2 Loss of identity
In connection to RP’s physical deterioration isdypgarent loss of identity seen

predominantly through his changing physical appeaga

“... I'm a shell of my former self. I, | don’t reallgcognise myself when | look in
the mirror...right now | don't feel like I'm me.”

RP neither looks nor feels like the person he knlogvgs. RP has previously worked
hard to look after his body, doing what he coul#eep fit and healthy, and used

weight training to geta bit of bulk on meand enhance his appeararndewever,

154



now it would seem his body has turned against mchhas condition has

“cannibalized all the muscles’destroying him from the inside out.

A further loss of identity can be seen with regdridsperceived cognitive

deterioration:

“...my long term memory seems to be okay but | gé&t éprgetful and | forget
where | put things and | mean I'm only twenty eigifg kind of like, it feels like I'm
senile, you know.”

Being forgetful is a stereotypical characterisfi@ao elderly person and therefore

this quote describes how RP feels old before s tRP’s current level of

cognitive functioning is unrepresentative of whoréally is.

6.8.2.2.1.3 Regain control
In light of the deterioration and subsequent Idsgentity, RP has fought to regain
some control over his symptoms and has taken atdibelp slow down his rate of

decline:

“Well actually I'm, I've just through diet and ehkind of, | guess will power, I've
actually made my condition a bit better...”

Whilst limited in energy RP is motivated and detie@al to not give in to the
disease and maintain some control over his bodypFRgsical improvement RP is
“forcing myself to eat a hell of a lotdnd to help his cognitive decline he Hasen
trying to keep my brain activeiith crosswords, jigsaws, etc. RP is making a
conscious effort to defer further decline, busithe disease itself, and not just the
symptoms, that needs to be treated if RP is to hdlveontrol over his life and
future. RP knows a transplant is ultimately requiiteut the arrival of a suitable

deceased donation is uncertain:
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“... it's the not knowing that’s hard with the waigidist, because you know the call
could come today, but it might not come for six thenAnd with the, if we do go
ahead with this it would be some sort of way yddde a finality to it. You’d have

a day and it’s like, ‘Right it's going to be donanliary, whatever or February,
whatever’ and then we can start to make firm plas$o, like | can be rehabbed by
then, | can speak to my work and say, ‘Look I'miagno be back at work here’.
But right now | can’t give anyone a time frame &orything, so | think I'm coming
around to the idea a bit more.”

LDLT would enable RP to regain control of the dseand put an end to this period
of his life. Currently, due to the uncertainty @ogased donation, RP cannot make
future plans and he is aware of the consequentekah for others. RP needs to
visualize a conclusion to his current situatiord &e can currently only do this with

the option of LDLT.

6.8.2.2.1.4 Concern for wife
Despite the benefit of LDLT as a readily availabtdution, the decision to continue

with this option is undermined by RP’s concerntar wife:

“l thought, ‘Oh that, that sounds good'. | thought not if my wife had to do it.”

Upon hearing that LDLT could be an option, RP wasoeiraged by the concept but
reluctant to proceed due to the detail of who wdaddhe donor. To accept would
mean his wife would have to go through major surgand this could be seen to

counteract the benefits of a timely procedure:

“...for me the really hard part to deal with is juste thought of her being in pain,
just going through a surgery in general and themihg a scar afterwards and any
possible pain. | mean | just don’t even want takhabout the fact that something ...
That she could have health issues arising froyom, know...”

It is evident that RP loves his wife and that herdefor her welfare if she proceeds

as his donor. Serious complications are delibgratet given much thought,

perhaps as a way of coping with the enormity ofditgation, but their possibility is
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also in some ways irrelevant as it is simply thesiof DP being harmed which first
and foremost acts as a barrier to RP’s acceptandelol. Surgery is inevitably a
painful, disfiguring procedure and RP does not warlie the cause of his wife’s
suffering. His wife’s perceived vulnerability, seithin the image of hefthaving to

lie on a table and getting cut open with a scalp&”the crux of his concern and
reluctance to proceed with LDLT. To refuse his veifeffer of donation would be to
protect her from such harm; however, to accept seaye to protect their future
together. Consequently, the option of LDLT is refused by RP but is considered a
“a safety net, and the decision he has to make is whetherithe to proceed with

his “last resort” is now

6.8.2.2.2 Post operation: 6 weeks

During this interview, RP reiterates the turmoiléhvgerienced on the build up to
making a decision about LDLT and describes relieémwa decision was finally
made. RP no longer félin limbo” . However, post LDLT, he describes how his
expectations for recovery were not met and the angbas had on his own

emotional wellbeing.

6.8.2.2.2.1 Unrealistic expectations
RP describes his slow and gradual recovery fronptbeedure and how he has only
recently, since being discharged home, began tdlfkee a normal person again’”

RP is disappointed by the speed of his recoverysyatcepting of it:

“I'm not where | want to be, but I'm so much bettkan | was, so I'm happy about
that.”
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Following the procedure RP suffered a number ofglarations which was
inconsistent with his expected course of recovAihough he now appreciates the

progress he has made, this was not always the case:

“l didn’t think I'd have all the complications, hbught ten weeks or so after it I'd
be back at work., | figured eight weeks, I'd sesatiyall these time rules in my head
and every time | missed one in the hospital I'drgatly down and emotional about
it.”

RP was not emotionally prepared for the complicetidRP’s previous positive

thinking and determination with regard to his remgvcould not withstand the

reality of his situation and he became depressedcassequence:

“...its probably the worst I've been mentally, | wae | think it was the post
transplant blues or something DP was saying, batygting was upsetting me, all
the steroids you're on make you really emotional #rat and | was just thinking
I’m not going to be able to get back to my job, fiot going got be able to build
this house because | won’'t have the money to paydad everything just felt too
much for me...”

RP was overwhelmed by his situation and frustrétatihis body and future plans
remained out of his control. RP had expected tthbancing off the walls and full
of energy”following his transplant but instead he remainegsitally limited due

to the repercussions of the procedure and thiddo/undermine any joy and
excitement from the success of the liver transptaetf. As the chance to reverse
his deterioration and improve his quality of lifexe important factors in his
decision to proceed with LDLT their continuationspoperation was disappointing

and caused RP substantial distress.

® Complications described by DF included problem kidney function, nerve damage to his feet
and the need to have his spleen removed. A heriiee avound site developed following his
discharge from hospital which resulted in him beaiegdmitted.

158



6.8.2.2.3 Post operation: 6 months

In this interview RP describes how he has contirtoedake a positive recovery
and can see how LDLT has changed his life for #téeb. At 6 weeks post
operation the benefit of having his life back wasydoted, but this was
undermined by the slow progress being made. Atngirths the implications of
having a new, working liver are realized and RPseguently reaffirms his belief

that choosing to proceed with LDLT wéke right decision”.

6.8.2.2.3.1 A positive attitude

Since diagnosis, RP has tried to maintain a p@siental attitude with regard to
his situation, only faltering shortly after the ogigon when his expectations had not
been met. However, his continued progress sinceetgase from hospital has led to

a more effortless positive attitude:

“I'm quite sore but it doesn’t stop me being hafy@cause I'm so happy just to be
here.”

RP is euphoric to be alive. Whilst he continuebadwe pain at the wound site, it
does not dampen his spirits as he understandsdhbignife back is more
important. He admittedl§forgets” about the pain and overlooks the other
continuing repercussions, which include a herngay@ damage to his feet and a

structured medication regime, referring to therfisasall fry stuff’.

RP has faced tough and challenging situations dirscdeterioration began and has

becomes a stronger person physically and mentsléyrasult:

“I'm just so happy now, its like you could chuckytlring at me and as long as my
liver is working and my kidneys are working, takeag any major health problems
and nothing bothers me”.
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RP has faced the worse and survived and only befurisk to his life could take
away from his delight. Any other medical, sociapersonal issues that may arise
are put into perspective and are subsequently dased in their importance to RP.

His health is precious and will always come first.

In-keeping with his more positive outlook is hisxtiauing gratitude to all those
who supported him through the LDLT experience. Saugbport has enabled him to

get to the position where he can reflect on whatily important:

“I've got an 10U book about this long, so I've dots of making up to do for all the
stress and everything”.

Whilst the condition was out of RP’s control, helferesponsible for the impact it
has had on others around him and wishes to makedsier any harm caused. It is
RP’s turn to do something for others, and his agrsition of this is an indication of
how far he feels he has come. Giving something makcelebration of his new

found ability to do so.

RP’s gratitude extends beyond the support provijeathers to the foundations of

the procedure itself:

“I just feel like the luckiest guy in the worldjuist feel so, so lucky, not so much
even just having (DP) do that for me, just for thet that this could even be done in
the first place, that that sort of operation is dahle, that the surgeons have got
those talents to do that, we still haven’t got bead around it.”

RP has always been appreciative of his wife’s dffetonate but the realization of
how lucky he is to have had the option of LDLT kisaonly really apparent now it
is over. That LDLT is possible and was possiblEdinburgh was a lucky

circumstance for RP’s unfortunate situation andstgrateful to have had the

opportunity.
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6.8.2.2.3.2 A fresh start
RP’s life turned a corner when he received a tlam$@nd the resulting change of

direction is one for the better:

“...it's the fact that I'm getting better instead gétting worse. I'm getting better,
that’s really hard to describe how good that feblscause | feel like my life was
over and now I've started it all over again, it leéke starting afresh but better
than before.”

Prior to the operation RP was “just surviving” arat really living his life but the
transplant has given life to his existence ancekerience of deterioration and

waiting can now be put behind him. RP feels likeeav person.

For RP the new, fresh start to life that the tréarsiphas signified is specifically one

without Primary Sclerosing Cholangitis (PSC):

“I would say my general health, I'm the best I'veeln for three or four years but |
can see myself once this (the hernia) is fixedfually feel like I'm going to be
better than I've ever been because | got sick wiveas a teenager, | wasn'’t fully
grown, so pretty much the whole time I've beendultd’ve had this condition, so
its like the ceiling’s been raised on how good e&tually feel...”

Since a young age RP has had to make allowancéseféact that he has had a
damaged liver whereas now the liver in his bodyealthy and therefore RP
believes‘there’s nothing to hold me back nowRP’s previous level of normal
functioning has always been restricted by the damdbf the liver and so without it

he can surpass his expectations and reach a nelofewormal’.

Like DP, RP also described an even closer relatipnsith his wife following the
procedure which is accentuated by the future posg&b now open to them as a

couple:

“...I can’'t be anything but just be in absolute awder because of what she’s done
for me, but on top of that the fact that we’ve tha life to look forward to together
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as well, its just there with me all the time. Shels a lot of stressful exams and
stuff but we know in the end its all going to betivét because we’ve got this life to
start planning, so at the moment it still feel®)ike’re just waiting to get out of the
gates...”

LDLT has given RP the opportunity to have a new \With his wife and he is eager
to get started. RP may continue to have mixedrfgslof guilt and gratitude
towards his wife, but the positive result of theqedure puts any negative aspects

into perspective. Control over his life has beeganeed and a positive future is in

sight for RP and his wife.

6.9 Discussion

The patterns of responses obtained from the qasimétmeasures have illustrated
the changes in functional and psychosocial wellpexperienced by Scotland’s
first living liver donor and recipient. The usefalitative data has allowed a more
detailed interpretation of the quantitative resalisl has provided supplementary

information about the LDLT experience.

Similar to previous research carried out with resips of a deceased liver donation,
LDLT has resulted in a marked improvement in qyaiitlife (QoL) for the

recipient (Bravata & Keefe, 2001) (O'Carroll et2003). At 6 weeks and by 6
months post LDLT, the recipient demonstrated imprognt from pre LDLT results
in physical and psychosocial aspects. The restitteecqualitative interviews

further illustrate this transition as the recipiérdt described his physical and
cognitive deterioration and its adverse impact isrglality of life and then later
described feeling physically and mentally like avrerson with a positive attitude

and excitement about the future.
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We know from the interviews that the improvemerdwh at 6 weeks was limited
in light of the recipient’s slow recovery. The difilties and‘post transplant
blues” experienced by the recipient shortly following thensplant could not be
identified by the quantitative measures alone they were revealed through the

qualitative measures and can enhance interpretatithre results.

For the donor, as found in previous research, tbhegaure did not have a profound
adverse effect on her QOL, and she remained alb@vedrm on physical health at
6 months post donation (Feltrin et al, 2008; KinitBger et al, 2002; Pascher et al,
2002; Trotter et al, 2001). However, at 6 weekd p8d.T, the donor was found to
have experienced some deterioration in physicalaydhosocial abilities and
corresponding satisfaction. Whilst improvementseneade by 6 months post
LDLT the level did not always return to the dongsiemorbid baseline levels. At 6
months the donor continued to experience a dedrpgychosocial disability, as
indicated on the FLP, but her satisfaction witts @spect of her life surpassed her
pre-operation levels, as indicated on the WHOQUHis highlights the important
distinction between disability and quality of lifdisability does not necessarily
result in impaired quality of life. The intervievath confirms this finding as any
limitations and restrictions experienced at 6 memqbst LDLT were played down
by the donor when considered alongside the berwfhiaving her husband back to

a positive state of health.

Other similarities with previous studies were fouadarding the donor’s
experience of body image changes, continuing aba@rpain, an enhanced
relationship with the recipient and feeling perddrenefit from donating (Kim-

Schluger et al, 2002; Trotter et al, 2001). Thiglgthowever, has allowed more
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details about these changes and their exact naareonnections to surface. It has
been shown that the experience of change in bodgeénvas predominantly
surrounding the appearance of the scar. Howevalstwhe appearance becomes
less of a concern over time, the pain, due tonexpected duration and uncertain
cause, is of increased concern. Whilst we knowrlationship improvements and
personal benefits are possible following donatiorthis study, and in others, it was
the initial quality of this relationship and thetiaipation of personal gain that
originally motivated the donor’s decision to dongfesakabe et al, 2008;

Papachristou et al, 2004).

Previous studies have indicated that the majofigomors would, upon reflection,
donate again and this is replicated in this stidgn{Schluger et al, 2002; Parolin,
Lazzaretti, Lima, Freitas, Matias, & Coelho, 2084yvmis, Diken, Boyvat, Torgay,
& Haberal, 2007; Trotter et al, 2001). However,usyng a continuous scale the
results of this study indicate that the convictodrthis response can be challenged.
Whilst the donor agrees that she would donateqgddrér liver again, she is never
100% certain of this choice but instead goes fr@¥ definite in her positive
response at 6 weeks, to only 58% by 6 months. Ehenmterview transcripts an
explanation for her response can be offered inghatwould donate part of her liver
again if it were possible, because of the posit@gilt of having her husband back,
but the general impact donating has had on her badythe pain she is continuing
to have around the scar site serves to increaseluetance to go through LDLT

again.

Although the lliness Perception Questionnaire-Revi@PQ-R) was included in the

questionnaire pack (see Chapter 2: Methodologgulte are not reported in this
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study due to interpretation problems by the par#intS. Such problems were
predominantly noted in the larger study on Livingridr Kidney Transplantation
(Chapter 8) but were echoed in this single-casgysttor example, confusion
surrounding the meaning of the term ‘condition’ disethe measure, reduced the
authors confidence in participant responses anéfibre the decision was made to
not include the results of the IPQ-R in either ¢bapFurther explanation for the
removal of the IPQ-R is offered in Chapter 8, (g#r8.6.3) and in the General

discussion (Chapter 9, section 9.9).

Important illness perceptions were, however, cleiaentified within each

interview and were found to be important influenoaghe donor and recipient’s
coping strategies and quality of life. For examhe, recipient’s personal control
over his illness and symptoms became more and linaited as the disease
progressed, but RP perceived he had a personabrplay in his condition and
continued to force himself to gain weight and kaepmind active, maintaining an
element of control. With regard to treatment colnitas evident that RP understood
the importance of transplantation in curing hisells and this impacted his decision
to accept LDLT. Likewise, it could be said that (2R she had personal control
over the course of her husband’s condition andieéday offering to donate, the

ultimate treatment option for RP.

Of particular interest was the donor and recipgergference to the timeline of their
individual illness / condition and, in accordancagw.eventhal’s Self Regulation

Model, how such beliefs impacted on coping str&ggind recovery (Leventhal et

® Measures of recovery locus of control, optimisrd aelf efficacy were also included in the pre
LDLT questionnaire pack but are not reported duthéostatistical limitations which became
apparent when the study design converted to aestage study.
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al, 1984). Both the donor and recipient had expiecta about their recovery that
were unmet. Whilst the recipient expected to fettdys and full of energy
immediately following the transplant, his expeaas were not fulfiled and RP
became depressed with the reality of his situattowever, RP regained a positive
perspective and, consequently, his quality ofwtes perceived to improve.
Likewise, the donor had not expected to still hpam and numbness at the scar site
at 6 months. The pain was described as holdingpd&ek from a complete return to
normality as she had to amend her lifestyle to menodate the pain. Furthermore,
her psychosocial daily functioning, as measurethbyFLP, had not returned to its
previous excellent baseline level at 6 months ppstation. This can be interpreted
from the interview data as a direct result of hemtmuing scar pain. The donor’s
recovery was therefore affected by her beliefsnaigg the duration of her

condition.

The results from the neuropsychological measures disappointing. Previous
research has indicated problems in cognitive fomaig with liver transplant
candidates, who show signs of improvement follovarsuccessful deceased
donation (O'Carroll et al, 2003; O'Carroll et &08). However, the recipient in this
case study performed either at a similar or béttexl than the healthy donor at the
pre-operation assessment and this continued pesatign. Such results are despite
the recipient’s obvious weakness, fatigue, and nmgipiblems described during
the interview conducted prior to transplant. It nieythat the neuropsychological
measures employed in this study were not adequseelsitive, limiting our

conclusions.
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6.9.1 Limitations

A further limitation of this case study relateghe timing of assessments. Whilst
this study is one of the few to assess patierisnseks and 6 months post
procedure, it is noted that an assessment closempletion of the operation would
have quantified the initial physical and psychoabproblems indicated
retrospectively in the interviews. Similarly, tdlfiaw the donor and recipient after 6
months post LDLT would also have helped estabfisimil when a complete return
to normality was achieved. A previous study assgsdonors as early as 1 week
post LDLT and as late as 1 year post LDLT, usirgg3k36, indicates that whilst
significant physical deterioration resulted at lekjedonors returned to pre donation
baseline levels at 1 year (Verbesey, Simpson, PeellpdRichman, Bracken,

Garrigan et al, 2005).

The main limitation is in relation to the charagBcs of a single-case study. The
relationship, age, gender, and lack of dependeatsaiables that are likely to have
affected the course of LDLT for this couple andréfiere it is not possible to
generalize the results to other LDLT procedure® Stnength of the case study
method has succeeded in providing in-depth detdid on the participants’
beliefs, reactions and outcomes and this will séovguide the information, advice

and support offered to future LDLT candidates.

6.9.2 Advice for unit
Possible general advice that could be providetiedransplant team at the Scottish

liver transplant unit (SLTU) as a result of theamrhe of this case study includes:

o Prepare donor for deterioration in quality of liferemain 6 weeks post

LDLT with subsequent improvement by 6 months.
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o Prior to the procedure assess the donor and raetpexpectations for
personal recovery and provide them with realistisgible outcomes, including
both major and minor complications (i.e. continpagh around the scar area and

non immediate transformations post transplant).

o Be aware of the donor feeling used post trans@aladteither prepare the
potential donor for a reduction in attention andf@ke regular post donation

medical checks compulsory.
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Chapter 7 Living donor organ transplantation:
the effect of message frame on an altruistic
behaviour.

7.1 Abstract

Objectives The shortage of donated organs for transplaa isngoing public
health concern. In an attempt to increase the dpookliving organ donation, has
been introduced. This may be regarded as an ditraist as the healthy donor must
incur a high cost for little direct benefit to theelves: the benefit is predominantly
for the recipient. Cost is an important factor asge are less willing to help
another as the cost of helping increases. Therefost is a potential barrier to
living organ donation and it is important to undansl how perceptions of cost can
be influenced. Using framing theory, it is propodeat low cost behaviours would
be more influenced by a gain frame and high colsaWeurs by a loss frame. This
study compared the influence of gain and loss fthmessages on willingness to
donate an organ from a low cost (kidney donatioml) @ high cost (liver donation)
perspective.

Design A 2 (frame: gain vs. loss) by 2 (organ cost: flive kidney) by 2
(involvement: involved vs not involved) between4gpcstudy involving a UK
sample of 87 healthy participants was conducted.

Method: Participation involved completion of a short qu@snaire after reading a
vignette inviting participants to consider livinglkey or living liver donation.
Results Results indicated that gain frames increasedikbihood of an altruistic
act towards kin for low cost donations (kidney dam@ only. For high cost

behaviours (liver donation) there was no signiftoafifect of frame.
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Conclusiont The results have implications for the generabsabf framing theories

and the promotion of living kidney and living livdonation.

7.2 Introduction

The shortage of donated organs for transplant angoing public health concern.
As supply continues to fall well short of demandny patients on the transplant
waiting lists are consequently dying before a flé&argan is found (Abouna,
2008). In an attempt to improve the situation armata@ase the availability of organs
fit for transplant, medical procedures have beareldped which allow a healthy,

living person to donate an organ.

Living organ donation involves a person donatingpegan (e.g. a kidney) or part of
an organ (e.g. lobe of a liver). This is in conttasa standard cadaver donation
which occurs following death. The living donatioropedure originally required

that there be a genetic relationship between themand the recipient mainly to
minimize possible rejection of the foreign orgamhivi the recipient. However,
advances in immunosuppressant medication have edlewn-kin donations. To
donate an organ to a family member, friend or gfgamay be regarded as a classic
altruistic act as the donor puts themselves at gigafor no direct benefit to
themselves but rather for the purpose of benefamgther person. Whilst altruistic
donation of an organ can be to non-kin, these ane fiikely to be to kin and as

such this study examines kin based donation.

Kin selection theory is one dominant theory for évelution of altruism, which
may explain helping towards kin (Hamilton, 1964)nlselection theory proposes
that the extent of help provided is based on a w@tihe cost to the individual donor

relative to the benefit to the recipient as a fiorcbf the degree of genetic
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relatedness between the donor and recipient (Hamilt964: see Lehmann &
Keller, 2006; Bshary & Bergmdller, 2008; Nowak, Bdor reviews). An important
parameter in the above is the cost to the dondedd the Arousal: Cost-Reward
model suggests, and is supported by data, thatgaopless willing to help as cost
increases (Dovidio, Piliavin, Gaertner, SchroedeClark, 1991; Penner, Fritzsche,
Craiger, & Frefield, 1995). This model also suggekat personal cost is more
important to decision making than the cost of relpimg the recipient (Dovidio et
al, 1991). Therefore, donors should be less wiltsmgonate to a relative as the cost
of donation increases. If this is the case, dondide less willing to consider
certain high cost donations such as live liver diomaand more willing to consider
low cost donations such as a kidney donation. Gpresgtly, there is a need to
explore theoretical models that help us to gaietéeb understanding on how
information about costs (and benefits) of donatitay be expressed to potential
donors to overcome the barrier that high cost donatill entail. Indeed, from a
theoretical perspective it is important to knowhié strong evolutionary force of
costs can be influenced in the context of kinslupadion. Furthermore, the extent
to which the costs/risks are understood by potedtinors was questioned in
Chapter 3 (Attitudes towards LDLT), and in ChaptdéConsidering LDLT) the risk
to the healthy donor itself was found to be themukgterrent towards the uptake of
living liver donation specifically (McGregor et &008; McGregor, Swanson,
Hayes, Forsythe, & O'Carroll, 2009; Neuberger &®ri2003). It, therefore,
becomes important to know if interventions thatu®on perceptions of costs/risk
can be used to increase understanding of risk assilde acceptance of living
organ donation. To this end the experiment repdrazd explores how message

framing within the context of living kidney (low st) and living liver (high cost)
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donation influences the expressed willingness twatioto a relative. This is the first
ever experimental application of framing to anwa#itic behaviour directed towards
a specific other. It, therefore, has implicatioos (L) the generalisation of framing
theories, (2) the extent to which the effect oftasaltruistic behaviours is
immutable or can be changed by a simple cognitamaiing intervention and (3)

practical recommendations for transplant services.

7.2.1 Costs and benefits

Living organ donation is performed for the purpo$éenefiting the recipient but
involves a corresponding cost for the healthy dowdhilst Living Donor Liver
Transplantation (LDLT) and Living Donor Kidney Tigpantation (LDKT) have
similarities in principle, they differ in terms tfe estimated risk of death for the
donor. LDKT has a donor mortality rate of approxieta 1 in 3000, whilst, in
contrast, LDLT donors are thought to have a 1 i @¥ance of dying as a result of
the donation (see Chapter 1. General Introductomiore details on LDLT and

LDKT).

As the risks/costs of a donation are a key feahaewill be discussed between both
potential recipients, donors and clinicians, thécaé models of decision making
that focus on risk as a key element are of padranhportance in this context.
Theoretical models concerning framing effects exihyi incorporate the concept of
risk as an explanatory variable moderating theticeiahip between how

information is presented and cognition and behavigahneman & Tversky, 1979;
Rothman & Salovey, 1997; Ferguson & Gallagher, 2088 such, the experiment
reported here applies framing theory to understanpdeople’s willingness to

become a liver of kidney donor or recipient.
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7.2.2 Framing effects

Message framing effects refer to the different tieas or behaviours elicited when
information is presented either as gains (e.g. 4B&hnce of survival) or losses (e.g.
60% chance of death) (Kahneman & Tversky, 1979 pkeare risk seeking (prefer
to take a gamble over a certainty) when informatsopresented as losses and risk
averse (prefer a certainty over a gamble) wherepted with gains (Kahneman &
Tversky, 1979). Developing this concept to the donof health promotion,
Rothman and Salovey (1997) suggested that franeme@lis moderated by the
perceived risk associated with the health behaviDoe basic prediction is that a
loss frame advantage will be observed for riskyaveburs. That is, people will be
more likely to adopt a high risk behaviour (e.galkie screening, whereby an
individual has an increased chance of detectirgriaiss health problem) if the
message is loss framed. Conversely, low risk belasi(e.g. sun screen use
whereby an individual acts to prevent a future theatoblem) should show a gain
frame advantage. There is now considerable evidensepport this basic
prediction (Ferguson & Gallagher, 2007). Basedhmmtheory, the simple
prediction tested here is that people will be mmiteng to proceed with living
kidney donation (low risk) when presented with gaames and living liver
donation (high risk) when presented with a loseng#aHowever, the application of
framing in previous studies is based on self-daegierceptions and ultimately
focused on personal benefits (clear health scyengention of cancer etc.). The
current study is novel in that it is set within ttentext of an altruistic other-directed
health behaviour where there is a complex mix oifiss and cost to the self, set
firmly with the context of benefit to the other.tlms case the cost-benefit, or risk
analysis, is not just selfishly about personal fiera outcomes but about the

beneficial outcome for another. People may be hapgxperience higher level of
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personal risk (high cost) if it is going to benedfitother. However, the Arousal:
Cost-Reward model suggests that personal costs lexge when making altruistic
decisions (Dovidio et al., 1991). Thus the appiarabf altruistic health behaviour
allows consideration of a number of new predictiand extensions to framing

theory which are detailed below.

7.2.3 Altruism and Framing Effects

Previously, framing studies in the health domainehi@cused on individual-self-
directed behavioural change such as screeningdatter, smoking cessation,
vaccination etc. (Kuberger, 1998; Rothman & Salou®@7). However, a large part
of the activity of health services is based on ghgapeople to behave on behalf of
others (e.g., organ donation, blood donation, tdiale donations, volunteer work).
There are a series of studies that have examiaedrg effects with respect to
helping groups of strangers or kin (Wang, 1996an§yd996b; Wang, Simons, &
Bredart, 2001). These show that the preferencadkiseeking increases in the
presence of kin. However, these studies do notsfocuthe decision to help a single

relative in the health domain.

To date, there is only one paper that has appladihg to a health related altruistic
behaviour (Ferguson, Farrell, & Lawrence, 2008ygkson et al (2008) applied
framing to the willingness to donate blood and deeparallel between cost to the
donor and personal risk to the donor, with bloodatimn seen as a high risk
behaviour. Following on from Rothman and Salove39(@) it was predicted that
loss framed information would promote willingnessibnate blood. However, no
framing effects were found. There are a numberogkjble reasons for this. First,

theoretically, costs within an altruistic scenarnay not directly equate to personal
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risk as they are based within the context of bés&di others and not just the self.
Behaviours where personal risk is high, such deealth screening, also have the
potential for personal benefit (e.g., a negatiwilteor early detection). For organ
donation the personal benefit for the donor is #sgous than the recipients’
benefit. As such, while the cost is high, direatsp@al benefit remains low. The
Altruism: Cost-Reward hypothesis suggests thatgmaiscost dominates the
decision making, therefore when cost is high thempial donor is unwilling to
donate (Ferguson et al, 2008). Conversely, fordost helping, even when personal
benefit is low, any additional information providethy help to highlight personal
benefits, especially if that information is gaiarfted, and this should encourage
helping. Thus, in contrast to the Rothman and $8/ev(1997) model, it is
hypothesized that for altruistic helping a frameftect will only be observed for
low cost donation and this will be a gain frameattage. For the recipient of an
organ this relationship is different, while theseai cost associated with any
transplant, the personal benefits are higher, ididlee cost of not having the
transplant outweighs any cost associated withrresplant. As such, it is predicted
that any effect of cost should be observed onlyafecenario that focuses on

donation as opposed to receiving an organ.

Second, within the Ferguson et al (2008) studyfrdm@es focused on gains and
losses associated with personal emotions and rewagbism) from donation, or
gains and losses associated with helping othdrsiig@h). As such, the frames did
not focus on specific behavioural gains and losesh a death and survival rates,

which are often used in framed messages (Rothm@al&vey, 1997).
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Third, the Ferguson et al (2008) paper focusedioododonation which focuses
explicitly on altruism towards a stranger which maihnecessarily be explained by
standard evolutionary models. Therefore, the ptesgreriment is set within the
context of one important model of human altruism,delection, where cost-benefit
ratios are central (Bshary & Bergmudiller, 2008).sTé@xperiment, therefore,
examines willingness to make a high cost (lived bow cost (kidney) live organ
donation (or to be a recipient of a donation) ansbinglatives, and tests if this cost-

willingness relationship is moderated by the usgaoh or loss framed information.

7.2.4 Issue Involvement

A final key variable that is known to enhance fragneffects is issue involvement
(Millar & Millar, 2000). Specifically, involvemenis believed to increase the
amount of central processing that individuals wél to the information provided
(Petty & Cacioppo, 1986). Within the context of ddiodonation, Ferguson et al
(2008) equated issue involvement to the degreemhatment to donate. In the
context of organ donation in the UK this would logiigalent to registering to be an
organ donor. Therefore, we established whethepbparticipants were currently

on the NHS organ donor register.

7.3 Hypotheses
1. Following Rothman and Salovey (1997): Participamtsbe more willing to
consider donating a liver (high risk) when a lassrfe is used and more

willing to consider donating a kidney (low risk) @na gain frame is used.

2. Following Arousal: Cost-Reward Model: Participanil be less willing to
donate a liver (high risk) than a kidney (low risk)framing effect will only

be found with kidney donation.
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3. Message framing effects will be stronger for pgraats currently on the

NHS organ donor register.
7.4 Method

7.4.1 Pilot study

Despite both involving the donation of an orgamfra healthy individual, as
described in the introduction, living kidney andnig liver donation differ on a
number of levels which makes living kidney donatsorelatively low cost
procedure for a donor and by comparison, livingtdigonation a high cost
procedure for a donor. Prior to commencing the rstudy, it was considered
important to confirm this low cost/high cost distilon between the two types of
organ donation within a sample of non-medical psi@nals. This would enable the
hypothesis that willingness to donate and receivaray organ donation will differ

as a function of cost to be tested in the mainystud

7.4.1.1Design

A one-way between subject design was employed mithis study. Participation
involved the independent completion of one of tlWwors questionnaires. Both
questionnaires followed an identical format dififgyionly in respect to the subject
matter i.e. living kidney donation (N = 36) or ing liver donation (N = 31). The

kidney and liver questionnaires were blindly distited to participants.

7.4.1.2Participants
Students from the University of Nottingham wereeskko participate and 67
agreed, completed and returned the questionnadiemiale to female ratio in the

kidney and liver groups were 34:1 and 28:1 respelstigender was not disclosed
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on 3 questionnaires). The average age of partitspaas 20.5 years (SD = 1.78,
Range 19-28) for the kidney group and 21.06 yeais%£ 4.01, Range 19-42) for
the liver group. The front page of each questiomniaicluded information about the
study and stated that consent to participate wisrdaned following the return of a

completed questionnaire.

7.4.1.3Measure

The questionnaires consisted of a short vignettegigeneral information about
either living kidney or living liver donation, fallved by 10 questions regarding the
recipient and then the same 10 questions regatdendonor. Both sets of questions
followed the same formaHow likely is it that the recipient/donor willsaa result

of the living donor liver transplant procedurel).have good health?2) have
improved health?3) have deterioration in their health2) live longer? 5) have
future liver/kidney complications®) have pain?and 7)die? Questions 9 to 11
asked about the level of overall perceived persoost of living kidney/liver
donation for the recipient/donor; the level of aleperceived personal benefit of
living kidney/liver donation for the recipient/don@nd the perceived riskiness of
living kidney/liver donation for the recipient/doneespectively. All questions
required responses to be made a 7 point scald ot at all likely to 7 =

extremely likely).

7.4.1.4Results

The perceived risk to the donor was significanithler for the liver group (M =

5.2, SD = 0.96) compared to the kidney group (M314SD = 1.17); t (64) = -3.35,
p = 0.001. There was no significant difference wébards the perceived risk to the

recipient. This confirms that LDLT is perceivedde a riskier procedure for the
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donor than LDKT, and each may therefore legitimabsl described as high risk

and low risk respectively.

A health consequence score was calculated by stibtyahe participants’ response
to question 3How likely is it that the donor will, as a resulttbe living donor
kidney / liver transplant procedure, have deteritra in their health’ from
responses to question Adw likely is it that the donor will, as a resukthe living
donor kidney / liver transplant procedure have ioyed healthP. Positive scores
consequently indicated a relative improvement ialtheand a negative score, a
relative deterioration in health. Results show thathealth consequence score for a
living liver donor (M =-2.17, SD = 1.97) was sifoantly lower than that for a
living kidney donor (M =-1.19, SD = 1.86); t (64)2.06, p = 0.04. This confirms
that the LDLT donor is perceived as significantlgnalikely to have their health
compromised compared to a LDKT donor. Thereforeotsider liver donation as
high cost and living kidney donation as low cosi ialid distinction. When
considering a medical procedure, the effect onragués health may be a more
salient consideration than the global costs anefitsrof the procedure. From an
overall perspective both procedures were desciibdtke vignette to involve an
operation for a healthy individual for the benefithe recipient. Therefore no
significant differences between groups were fownrdhe two questions on general
costs and benefits but rather a significant diffeeewas found when the health of
the donor was specifically addressed. The resudte wot influenced by gender of

the participants.
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7.4.2 Main Study

7.4.2.1Design:

A 2 (frame: gain vs. loss) by 2 (organ cost: liverkidney) by 2 (involvement:
involved vs not involved) between-subjects desigis employed. Participants were
randomly allocated to one of four groups corresjpogtb the frame and organ:
gain/liver (n = 21); loss/liver (n = 24); gain/kielp (n = 22), and loss/kidney (n =
20). A questionnaire specific to each group wasgthesl following the format
described below. A total of 50 questionnaires @hedesign were printed, randomly
collated together and blindly distributed to stugeat the University of Stirling.
Course credit points were awarded to students miplagion of the questionnaire.
Participants returned self completed questionnaitber to their lecturer or directly
to the author via the university internal mail gyst Issue involvement was
classified according to whether or not participanticated that they were currently
on the NHS organ donor register. Ethical approvad granted by the Departmental

Ethics Committee (letter dated, March 17th 2008).

7.4.2.2Patrticipants:

Of the 200 questionnaires prepared 114 (57.0%) wa@tected by potential
participants and 87 (76.32%) completed questiorrairere subsequently returned.
Participants consisted of 9 males and 69 fematesc@tion of gender was missing
from 9 questionnaires) with an average age of 28e@2s (SD = 6.64; range = 18-

48Y'. For demographic details of each group by orgahfeame see Table 7.1.

" Mann-Whitney tests indicated that there were gaificant difference as a function of sex on any
of the main study outcome variable (all Z testG25 and all p values > .923).
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Table 7-1: Participant demographic details by group
Liver Kidney

Gain Loss Gain Loss

N 21 24 22 20
Age inyears (SD)  24.14(6.94) 22.21(5.92) 23432} 23.15 (6.86)
Age range 19-46 18-48 19-45 19-44

Gender (M:F) 3:16 3:2¢F 1:16' 2:17F

?] participant failed to indicate ad&:*2, 1, 5, and1 participant failed to indicate gende
respectively.

Table 7.2 lists additional group characteristidse Groups significantly differed on
one variable: the proportion of participants in kidney group who had heard of
LDKT was significantly different to the proportion the liver group who had heard
of LDLT. A consent form to be read and signed wi#ached to the front of the
questionnaire but removed prior to marking to easuronymity.

Table 7-2: Additional participant characteristics
Liver Kidney

Yes No Yes No

Are you currently on the NHS organ donor

register? 47.7% 52.3% 48.8% 51.2%

Before taking part in this study had you eve

r 0 0, 0 0,
heard of living liver/kidney donation? * 66.7% 33.3%  90.2%  9.8%

If yes, on a scale of 1 to 7, how much do you
know about living liver/kidney donation? 3.33 (1.30) 3.30 (1.27)
(mean (SD))

Is someone in your close friends or family

) [ 0, [
currently on an organ transplant waiting list? 0% 100% 4.8%  95.2%

Has anyone in your close friends or family 13.3%

0, 0, [
ever received an organ transplant? 86.7%  2.4% 97.6%

* p<0.05

7.4.2.3Framing manipulation
Participants individually read a short vignetteresponding to the organ and frame

characteristics of their assigned group. Each vtgneas designed to initially
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persuade participants to consider the informatiomfthe point of view of
becoming a potential donor to a relative (see Bdxand Box 7.2 for the LDLT and

LDKT vignettes respectively).

Box 7-1: Vignette for LDLT group

Your relative has been diagnosed with end stage tlisease (hon-alcohol related)
and you have been informed that they have beerglae the liver transplant
waiting list. A liver transplant is the only treadmt for their disease.

Your relative is provided with an information patétailing the option of living
donor liver transplantation. Living donor liver ingplantation allows a healthy
family member to donate approximately 60% of thear to a relative in need.
Both the part that remains in the donor and thet plaat is received by the patient
will grow again to its original size.

The other option is a deceased donation whereby ngbative will be on the
transplant waiting list until, hopefully, a liveugable for them is donated from a
person who has just died.

With living donor liver transplantation, it is estated that for every 200 people who
donate part of their liver to a relative on the tisplant waiting list,....

For those in thgain frame group the last sentence is completed with:

........ 199 will survive the procedure.

For those in théoss framegroup the last sentence is completed with:

........ 1 will die as a result of the procedure.

Participants were asked to imagine themselves addtive of a person with
kidney/liver disease’ and answer a question orr th#lingness to donate. In
addition, participants were asked to imagine théweseas ‘a patient with kidney /
liver disease’ and answer a similar question raggrtheir willingness to accept a
living donation. Participants were asked to consatgions from the perspective of
being a donor and a recipient to gauge their cesefit judgments and calculate an
altruism index (Al) (see section 1.4.2.4.3 beloW)e order in which each role was

to be imagined was counterbalanced within the desighe questionnaire.
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Box 7-2: Vignette for LDKT group

Your relative has been diagnosed with end stageekidiisease and you have beg
informed that they have been placed on the kidegplant waiting list. Until a
new kidney is found for them, they will need t@galialysis three days a week.
During dialysis they will be attached to a large chae that performs the function
of a kidney for them.

Your relative is provided with an information patétailing the option of living
donor kidney transplantation. Living donor kidnegrisplantation allows a healthy
family member to donate one of their kidneys telative in need. The kidney that
is donated and the kidney that remains in the davibreach function as adequate
as two healthy kidneys.

The other option is a deceased donation whereby ngbative will be on the
transplant waiting list until, hopefully, a kidnsyitable for them is donated from
person who has just died.

With living donor kidney transplantation, it is mesated that for every 3000 people

who donate one of their kidneys to a relative anttansplant waiting list,...
For those in thgain frame group the last sentence was completed with:

........ 2999 will survive the procedure.

For those in théoss framegroup the last sentence was completed with:

........ 1 will die as a result of the procedure.

n

ly

55

1=4

7.4.2.4Measures

7.4.2.4.1 Manipulation Checks
To assess if the vignette manipulations were ssfgleshe following questions
were askedDo you find the information presented above pasitiwnegative? and

Do you feel the information presented above empbkdghe costs or benefits of

living kidney/liver donationResponse options were positive or negative anis cos

or benefits respectively.

In addition, the following questions were askeldw easy was the above

information to read?How easy is the above information to understarasieiHow
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easy is the above information to rememb&li7esponses were made on 1 to 5

scales.

7.4.2.4.2 Behavioural intentions

Participants were asked about their intention dlingness to become a living
donor or to receive a living donation. Within theT®J, the first step towards
becoming a donor is to speak to a member of thaaalegam to obtain more
information about the process and confirm donajilelity (e.g. compatible blood
type). Therefore the following question was presértb participantdiow likely
would you be to talk to the doctors about donating of your kidneys / part of you
liver to your sick relative?All questions were answered on a 7 point scale Mot

at all likely to 7 = Definitely likely).

Participant’s intention to be a recipient of aigidonation was assessed with the
questionHow likely would you be to talk to the doctors atopting for living
donor kidney / liver transplantation®ll questions were answered on a 7 point scale

(1 = Not at all likely to 7 = Definitely likely).

7.4.2.4.3 Altruism

Using the responses from the above two questionaltaiism index (Al) was
calculated by subtracting the willingness to bea@apient from that to be a donor. A
positive score indicates that people are morenglto donate than to receive
(altruistic) and a negative value indicates a gneaillingness to receive than to

give (a selfish orientation).
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7.4.2.5Results
A series of 3-way between-group ANOVASs were condddb establish the impact
of message frame, type of organ, and issue invaweimon intention to donate,

intention to receive, and altruism.

7.4.2.5.1 Manipulation checks

The proportion of participants in the gain frameugr who believed the information
was positive was significantly higher than the mntjon of participants in the loss
frame groupy* (1) = 5.59, p = 0.02). Within the gain frame gr@H2% believed

the information was positive compared to 74.4%heflbss frame group.

The proportion of participants within the gain freugroup and the loss frame group,
who believed the information presented in the vigmemphasised the benefits were
significantly different * (1) = 10.97, p < 0.01). A total of 97.6% in thesjiive

group believed the information emphasised the lsne@mpared to 68.2% in the

negative frame group.

The vignette itself was considered easy to read @R4, SD = 0.84); easy to
understand (M = 4.34, 0.79), and the informatiothimithe vignette was perceived
to be easy to remember (M = 3.97, SD = 0.87). biitewh, the information
presented within the vignette was considered tfaioky accurate (M = 3.66, SD =
0.61). Opinions regarding the kidney vignette dmalliver vignette were not
significantly different. As such, any differencee aot attributable to other textual

factors.

7.4.2.5.2 Behavioural intentions
With regards willingness to become a living dortbere was a statistically

significant main effect for NHS registration, F{I) = 8.66, p < 0.0Iqp* = 0.10.
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Those currently on the NHS organ donor registeevgegnificantly more likely
than those not currently on the NHS organ donastegto talk to the doctors about
donating to a sick relative (M = 6.34, SE = 0.1d &h=5.66, SE = 0.16

respectively). There was no significant main eftgfobrgan or frame.

There was a significant 2-way interaction betweegao and frame, F(1,77) = 4.68,
p = 0.03p® = 0.06. Decomposing this interaction showed thatHose exposed to
a gain frame, the kidney (low risk/cost) group (M.36, SD = 0.95) were more

willing to donate compared to the liver (high riséét) group (M = 5.67, SD = 1.24)

(t (41) = 2.07, p = .043° = 0.10) (see Figure 7-1).

With respect to willingness to be a recipient divang organ transplant there were
no significant main or interactive effects for franinvolvement or organ type. As

such, all significant effects relate to altruiddecisions to donate and not to receive.

Figure 7-1: Behavioural Intention: How likely would you be to talk to the
doctors about donating? (Organ*Frame)

‘ m Kidney O Liver ‘

Mean score for likliness to talk to
doctors about donating
w

Gain Loss

Frame
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7.4.2.5.3 Altruism

For the Altruism Index (Al) there was a significan&in effect for NHS organ
donor registration F (1, 77) = 7.86, p = .0867 = 0.09. Those currently on the
NHS organ donor register showing a higher and pesitl compared to those not
currently on the register, who demonstrated a megal (selfish orientation).

There was no significant main effect of organ anfe.

A significant 2-way interaction between frame amgam was found, F (1,77) =
507,p= .03np2 = .06. Decomposing this interaction showed thawithe gain
frame, the kidney (low risk/cost) condition (M 9@, SD = 1.51) had a
significantly increased altruistic tendency complaieethe liver (high risk/cost)
condition (M = -0.29, SD = 1.68), t (41) = 2.46;:p018,1n* = 0.13). There were no

other significant differences within the interacti(see Figure 7-2).

Figure 7-2: Altruism Index (Organ*Frame)

‘l Kidney O Liver ‘
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7.5 Discussion
This is the first study to show that altruistic cd@towards kin was influenced by

the type of donation (high versus low cost dongtaord how the information about
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the donation is framed. However, the results shavatit was only low cost
donations that were influenced by gain frames, shiahfor low cost behaviours
(kidney donation) the use of gain frames increasiimigness to donate and
altruistic tendency (more willing to donate tharréceive) towards kin. For high

cost behaviours (liver donation) there was no $icgmt effect of frame.

On the surface these results show partial suppoR6thman and Salovey’s (1997)
theory if risk is equated completely with costalketordance with this theory, a gain
frame advantage was found for the low risk/costadion of a kidney, although the
predicted loss frame advantage for a high risk/dosttion of a liver lobe was not

found.

The hypothesis relating to the Arousal: Cost-Rewaaodlel was also only partially
supported. The difference in willingness to doraateer and a kidney was not
significantly different but a framing effect wasufad with the low risk procedure

only.

This partial framing effect is consistent with dlieorizing that costs within an
altruistic scenario are not directly equated tepeal risk. Behaviour with personal
risk (such as health screening) also has the patéot personal benefit but the
personal benefit is less obvious with organ domatis such, when cost is high
(and benefit low) it is argued that cost domindkesdecision making and external
information has no effect (Ferguson et al, 2008y).16w cost helping, even when
personal benefit is low, the additional informatimmay help to highlight benefits
(especially if it is gain frame as this highlighitsk avoidance and moves the person
towards acting in the direction of a low risk beioav) and this should encourage

helping. The pattern of results supports this. Wt@st is high people’s altruistic
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choices may require different frames such as thitseemphasize more egoistic
outcomes (Ferguson et al, 2008). Conversely, ®reékipient where the cost of
inaction is much greater than action (having thegplant) then the effect of frame

is less relevant here as the contrast betweemvthalternatives is very stark.

The results have significant implications for thierpotion of both living kidney
donation and living liver donation to the genenablic, and needs to be investigated
further. Receiving a living donation has advantames a deceased donation (i.e.
less time on the waiting list) therefore the corgomotion of living donation as an
option to patients and potential donors is impdrtBilowever, despite the general
similarities of the two procedures (i.e. the riskathealthy donor), the results of this
study suggest their promotion may require quitéediint foci if the number of

potential living donors, willing to look into donah, is to be optimised.

A consistent finding is the main effect of NHS angdonor registration. Participants
who were on the organ donor register, stated begt would be more likely to talk
to doctors about donating and considered the dwishklto the donor to be lower,
when compared to those not on the NHS organ dagister. This perhaps
suggests that a more positive attitude towardsmodgaationn generalcan lead to
more positive perceptions of living donation. ThHere, the continued promotion of
deceased organ donation should be encouragedhay subsequently promote
favourable attitudes towards living organ donatidawever, an alternative
explanation could be that individuals who are nfax®urable towards living

donation are already registered.
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7.5.1 Limitations

Within this study, despite the fact that the mayowithin each group had heard of
the corresponding procedure, actual knowledge aheyprocedure was relatively
low and, therefore, perceptions of risk/cost matyhave been easily considered. In
addition, the majority of participants within eagtoup did not know of someone on
a transplant waiting list nor did they know somewari® had had a transplant (see
Table 7-1). This suggests that the topic of livimgan donation was not a
particularly relevant subject matter to the majoat participants. Prior experience
and relevance have been shown to influence behaaialiperceptions by allowing
the person to process the information presente@ medepth and consequently
leave them susceptible to framing effects (DetweBedell, Salovey, Pronin, &
Rothman, 1999; Gerend & Shepherd, 2007; Rothmaal&v®y, 1997). As this
sample had minimum prior experience with livingamglonation, and the subject
was perhaps of little relevance to them, the infation presented may not have
been processed to a great level. Although signptpuhe NHS organ donor
register was taken as an indication of a higheglle’/involvement in the topic of
organ donation, this may not have been sufficiemtpact framing effects.
Consequently, the hypothesis of an interactioncefietween NHS organ donor

registration and frame was not supported.

One of the main limitations with this study is wrégards the number of
participants within each of the groups and the uaégender balance. A further
large-scale study, involving a more equal proportbmales to females, would

increase the power of the tests and allow gendectsfto be analysed further.
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7.5.2 Conclusion

The main findings from this study are that, a gemmed message offers more
encouragement for a low risk behaviour than a higihbehaviour. Specifically, a
gain framed message encourages kidney donationtmamdiver donation.
However, the opposite is not true for a loss fraimmedsage. In addition, a gain
framed message also enhances the altruistic tepdena potential kidney donor
compared to a potential liver donor. Potential kigldonors were more willing to
donate than to receive following a gain frame thatential liver donors. The
benefits of using a gain frame when promoting bvkidney donation have
consequently been highlighted but similar benefiis not be expected when a gain

frame is used to promote living liver donation.

This study has added to the message framing likerdty focusing on a health
related altruistic behaviour. However, within trentext of living organ donation it
IS not just the cost-and benefits to the self tiegd to be considered but also those
of the recipient. Future work should include homdis perceive the cost and
benefits to the recipient and if this is moderdigdraming effects. One possibility
would be if the benefits to the recipient of thedtion are perceived to be low then
it may be important to highlight the cost to theipgent of no donation, in which

case a loss frame should be more effective.

Living donation is often regarded as the best fofritreatment for patients with end
stage renal or liver disease and therefore itk promotion is vital. It is
important that every potential donor and recipemet fully aware of the risks and
benefits of living donation and are not dissuadedfinvestigating the procedure

simply because of how the information is presented.
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Chapter 8 An assessment of the functional and
psychosocial impact of Living Donor Kidney
Transplantation (LDKT) upon donors and
recipients.

8.1 Abstract

Objectives Each year the number of living donor kidney trdasts (LDKT)
performed in the UK increases justified by the stahvbenefits for the recipient and
low mortality and morbidity risk for the donor. Hewer, the risk to the donors’
quality of life, psychosocial wellbeing, and furmetal and cognitive abilities
remains uncertain. This study therefore providesraprehensive psychological
evaluation of LDKT in both donors and recipients.

Design A total of 22 recipients and 20 donors partiogehin this study. A mixed 2
(group) x 3 (time) ANOVA assessed changes withieh l@tween groups over time.
Correlations assessed relationships between bagetedictor variables (locus of
control, optimism and self efficacy) and 6 monthoome.

Method: Participation involved the completion of a questiaire pack including
measures of physical and functional ability, qyadit life and mood, in addition to
a set of computerised neuropsychological testhirae time periods: prior to the
operation, 6 weeks post operation and 6 monthsquestation.

Results Neither donors nor recipients experienced sigaift changes on any
measures when comparing baseline to 6 month falipw-owever, at 6 weeks
donors’ experienced significant deterioration itygbal abilities and recipients with
regards to depression. Baseline predictor variatittsot reliably predict outcome.
Conclusiont Donors experienced some short lived physicalraetgion, returning
to a pre donation level by 6 months after the pldace. However, by 6 months post

procedure, recipients were yet to show significargrovement from pre transplant
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levels in the majority of variables measured, iatliy that recovery from kidney

failure is not complete within the first 6 montHsreceiving a new kidney.

8.2 Introduction

The shortage of donated organs following deatlonbt affects patients on the liver
transplant waiting list but also those awaitinganky transplant. Living donor
kidney transplantation is consequently now routireéfered as an alternative
therapy for many patients with end stage renaldiseUnlike LDLT, LDKT is an
established procedure having first been performei®b4 between identical twins.
Since this time developments in immunosuppressadication and surgical
techniques have allowed the procedure to advaniteetextent that unrelated
individuals can now donate. This has consequeetiyd an increase in the number
of living kidney donations performed each year viNing donation now
constituting more than one third of all kidney gplants annually performed in the
UK alone (NHS Blood and Transplant, 2009). Withie tenal unit at the Royal
Infirmary of Edinburgh (RIE) specifically, betweépril 2008 and March 2009,
19% of all kidney transplants were conducted usitiging donor (NHS Blood and

Transplant, 2009).

The expansion of living kidney donation is suppdibg the additional benefits to
the recipient over and above that of a deceasedtidon Similar to LDLT, LDKT
allows the condition of the kidney to be thorougbihecked prior to transplant, the
operation can be scheduled to occur at a timeldaifar the donor and the
recipient, when both are in good health, and time tboetween removal of the kidney
and transplant into the recipient can be keptrt@ramum (i.e. reduced cold

ischemic time). In addition, living donation camluee the amount of time the
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recipient must spend on the transplant waitingdigt may even be organized in
such a way that the recipient can avoid dialysso{ati & Matas, 2003; Griva et al,

2002; Matas et al, 2003).

The benefit of LDKT not only lies in the preparatibut also with respect to clinical
outcomes. Previous research has indicated thampand graft survival is superior
following a living donation as opposed to a decdafmation, irrespective of the
recipients’ genetic relationship with the donordfsgon & Cecka, 2000; Matas et
al, 2003). It would appear therefore that the ntisadvantage to living kidney
donation is the risk to the healthy donor. The askleath for a kidney donor is
considered low, estimated to be 1 in 3000, ancbath complication rates vary
over transplant centres, they too are considereepaable (Hartmann, Fauchald,
Westlie, Brekke, & Holdaas, 2003; Matas et al, 283mmerer, Morath, Andrassy,
& Zeier, 2004). However, less is known about tis& tiDKT has on the donor’'s

quality of life, cognitive functioning, and psyclousal well being.

Quality of life has become an increasingly importamcome measure following
surgical procedures and is a particularly importeartable with regards to living
donation where it is essential that any risk tohtbalthy donor is fully justified.
Kidney transplantation is generally thought to ooty extend the life of recipients
but also enhance the recipients’ quality of lifegspective of the type of donation
(Christensen, Raichle, Ehlers, & Bertolatus, 2002nke, Heemann, Kohnle,
Luetkes, Maehner, & Reimer, 2000; Griva, JayasPaagenport, Harrison, &
Newman, 2009; Griva et al, 2002). Previous resehashalso indicated that the
majority of donors themselves either maintain aveimprovement in their quality

of life post donation, often scoring similar toadyove that of the general population
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(Cabrer, Oppenhaimer, Manyalich, Paredes, Navarias et al, 2003; Giessing,
Reuter, Schonberger, Deger, Tuerk, Hirte et al420frahim, Foley, Tan, Rogers,
Bailey, Guo et al, 2009; Isotani, Fujisawa, Ichikkawshimura, Matsumoto,
Hamami et al, 2002; Johnson, Anderson, Jacobs,F8uhar, Suhr et al, 1999;
Padréo & Sens, 2009). However, negative physiahlpsychosocial implications of
living donation have also been reported for a nunebeonors and cannot be
ignored (Clemens, Thiessen-Philbrook, Parikh, Yategley, Boudville et al, 2006;
Lumsdaine et al, 2005; Reimer, Rensing, HaasetipPhPietruck, & Franke,

2006; Smith, Trauer, Kerr, & Chadban, 2003; Virzak 2007). Rather, such results
call for further research into the psychosocial phgsical impact of living kidney
donation and the identification of factors that gaedict clinical and quality of life

outcomes.

Previous research has indicated that levels ofregtn can predict recovery
following coronary heart bypass surgery, and stiteofjinternal/eternal locus of
control over recovery has been found to predicedpd recovery following a stroke
(Partridge & Johnston, 1989; Scheier et al, 198Raddition, it has been found that
higher self efficacy was related to greater psyogichl wellbeing in patients with
arthritis (Barlow et al, 1996). Therefore, measwesptimism, locus of control and
self efficacy were included in this study to asdes# relationship with functional

and psychosocial recovery following living kidnegrdition and transplantation.

Patients with end stage renal disease have beed toushow variable degrees of
cognitive impairment, although the exact causésf deterioration remains
unclear. One general explanation proposes thatlig result of a build up of

neurotoxins in the blood, caused by the inadedfilatgion rates of diseased
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kidneys (Pliskin et al, 2001). This explanatiosugpported by improvements in
cognitive functioning following a kidney transplai@riva et al, 2006; Kramer et al,
1996). This is an important finding, as cognitiveliies such as memory and
attention impact an individual’s daily functioniagd consequently affect their
quality of life. However, it has not yet been efisdited if donors also experience
cognitive deterioration as a result of their bodsesly adjustment to having only
one kidney. This study therefore incorporates tespsychomotor speed, memory,
concentration and attention to assess, for thetime, the impact of living donation

on the cognitive functioning of healthy donors.

In light of the benefits of LDKT to recipients attte relatively low cost to the
healthy donor, LDKT is often considered the treaitrd choice for patients with
end stage kidney disease. However, if potentiabdoare to be encouraged and
appropriately supported, it is essential that ttygeeeence of current donors and

recipients are closely evaluated both before ated dbnation.

Many previous studies involving living kidney dos@nd recipients have
limitations with regards to the use of a crossieaal research design and
dependence on the SF36 as a measure of qualifg.ofhe SF36 measures health
related quality of life, depicted by what a persan and cannot do, however,
quality of life is not only related to a personiaith but includes satisfaction with
physical, psychosocial and environmental factoher&fore this study improves
upon previous research by incorporating both aajloteasure of quality of life and
a measure of physical limitations, promoting a nuprehensive evaluation of
donors and recipients. Measures of functional aghitive abilities, and

psychological well being, are also included. A lbndinal design is also utilised to
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allow an evaluation through the living donation esence, from pre to post
operation. Providing potential donors with releyavidence based information on
the likely functional and psychosocial impact efrig donation is essential to
ensure truly informed consent of donors which ftedl contribute to the

minimisation of risk.

8.3 Hypotheses

The hypotheses for this study are:

1. Recipients will show improvement in all outcome sw@was from pre to 6

weeks to 6 months post transplant.

2. Donors will show initial physical, functional anéuropsychological
deterioration from pre to 6 weeks post donatiorprowing to baseline levels

by 6 months.

3. The psychological variables, optimism, locus oftcolnand self efficacy,
measured pre LDKT, will be predictive of 6 monthiaame in both donors

and recipients.

8.4 Methodology

The LDKT coordinator at the renal transplant umitne Royal Infirmary of
Edinburgh (RIE) agreed to provide the researchdr thie contact details of any
potential donors, and their recipients, who volengd to be assessed by the unit for
donor suitability. Names were also provided by domators in Aberdeen, Dundee
and Inverness whose patients would, if suitablegive the procedure at the RIE. A
letter of invitation explaining the research projand what participation would

involve was sent to each potential donor and renipisee Appendix 22). The
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author then called within 7 days following the ecteel delivery date of the letter to
answer any questions and arrange participations€urforms were sent in advance
of an arranged date of participation (see Appe@8ix Recruitment continued
between January 2007 and June 2008. Lothian Loesgd@tch Ethics Committee

approved this study (letter datel ©ctober 2006).

All assessments were carried out by the reseavghehad had no contact with the
participants prior to recruitment for this studyh@ve possible each assessment was
face-to-face and took place either within a redeasom within the hospital (not
attached to the renal transplant unit), in theindwmes, or in another convenient
place familiar to them e.qg. office. To encouragedipi@ation arrangements
sometimes had to be made to minimise the time reddior the assessment e.g.
guestionnaire returned by post so they could bepteted at a more convenient

time by the participant.

8.4.1 Design and Analysis

This study was a 2 group (recipient and donor) kiyn@ (pre operation, 6 weeks
post and 6 months post operation) design. A mixedlysis of variance was used to
assess changes in responses across time and belovesa and recipients.
Independent and paired t-tests were then condwdtede appropriate and

correlations assessed relationships between psgbal variables and outcome.

8.4.2 Measures

Each assessment consisted of two parts beginnitigcampletion of a
questionnaire pack, followed by a set of compugeriseuropsychological tests. A
measure of verbal memory was also incorporatedtiameuropsychological

assessment. A full description and justificatioriref measures used can be found in
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the Methodology chapter (Chapter 2) and internakisiency for the current

sample, for each measure where a scale was empisyestied in Table 8-1. Each

assessment lasted approximately 1 hour.

Table 8-1: The internal consistency of each scalenployed

Cronbach alpha coefficient

6 weeks 6 months
Pre post post
Scale / measure operation | operation | operation

SF36: Physical functioning 0.92 0.90 0.88
FLP: Physical health 0.70 0.39 0.78
FLP: Psychological health 0.59 0.72 0.85
WHOQOL-BREF: Physical health 0.85 0.86 0.86
WHOQOL-BREF: Psychological health  0.85 0.77 0.71
WHOQOL-BREF: Social relationships 0.59 0.44 0.73
WHOQOL-BREF: Environment 0.79 0.84 0.86
HADs: Depression 0.65 0.76 0.71
HADs: Anxiety 0.80 0.85 0.82
RLOC 0.80 - -
LOTR 0.77 - -
GSES 0.84 - -

SF36 = Short Form 36; FLP = Functional Limitatidtrefile; WHOQOL-BREF = World Health
Organisation Quality of Life Scale —Brief versid®l, OC = Recovery Locus of Control; LOTR =
Life Orientation Test Revised; GSES = Generaliselfl Sfficacy Scale

8.4.3 Participants

A total of 44 donor and recipient couples weretedito participate in this study.

The participation rate for donors was 72.3% (n ¥&@8#®l 77.3% for recipients (n =

34) with 22 recipients and 20 corresponding doparsicipating over the three time

periods. Only the results from those who completiéthree time periods are

reported here. The recruited donors and recipiehtsdid not complete the study

did so due to the recipient receiving a deceasedttmn (n = 2), being unsuitable

for LDKT (n = 2), not completing LDKT within the gessary timeframe (n = 6),
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family problems (n = 1) or relocation (n = 1). Ditaf the donors and recipients
who participated at both pre and post LDKT are gmésd in Table 8-2. Initial
assessments with donors were conducted an avefra$é.68 days prior to
donation (SD = 72.75, Range = 8-265), and recipiemre assessed an average of
157.18 days prior to transplant (SD = 81.18, Ran§e310). Donors and recipients
did not significantly differ on any of the liste@mhographic variables. The reason
for a new kidney varied amongst recipients butuded congenital, auto-immune,
infective, cardiovascular, and metabolic conditidds recipients died within the
course of this study. Of those who refused thetatian to participate, reasons were

predominantly in relation to insufficient free time
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Table 8-2: Descriptive details of participants

Donors (N = 20)

Recipients (N = 22)

Age (SD; range):

Gender: Males
Females
Marital status (N): Married
Single
Divorced

Living with partner

Children: Yes
No

Years of education (SD, range):

Relationship (N):
Wife

Brother

Sister

Mother

Father

Daughter

Son

Friend

Treatment:

Peritoneal dialysis

Pre-dialysis

8.5 Results

Husband

Haemodialysis

53.50 (11.38; 27-76
8 (40%)
12 (60%)
17
1
1
1
18 (90%)
2 (10%)
15.47 (4.06; 10-24

R O R AN BN BN

46.55 (1323976)
13 (59.1%)
9 (40.9%)
15
3
2
2
17 (77.3%)
5 (22.7%)

5)  14.41 (3.62; 10-22)

5

A N O P W W W

1
8 (38.1%)
10 (47.6%)
3 (14.3%)

The data collected from the pre operation assedsntae 6 weeks post operation

assessments and the 6 month post operation assesarereferred to as Time 1,

Time 2 and Time 3 respectively. Normality of distriion was assessed for both

groups across each variable at each time pointuiidt some results indicated a

normal distribution others did not. This was toex@ected given the small sample

size within each group. Only the WHOQOL-Environmsotres, CANTAB RVP
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total hits scores, CANTAB DMS mean latency scoaes] RBMT story immediate
scores were normally distributed for both groupsaath time point. For the
remaining variables, transformations to correctmatdity were unsuccessful and
therefore for these variables both parametric ammgparametric analyses were
employed. For each variable the results of thematac analyses (i.e. ANOVA)
are reported and any post hoc comparisons wengieted conservatively with a
reduced alpha level, employing Holm’s sequentiatfdaoni method (Holm, 1979;
Ridout, Astell, Reid, Glen, & O'Carroll, 2003). Ritwe variables that included non
normal distributions, the results of nonparameggting were additionally reported

only when different to the parametric results.

Whilst the results for each variable are listegngicant interactions are of
particular interest to this study and are illugdain the figures 8.1 to 8.3. However,
the aim of this study also specified evaluatiothef course of results for donors and
recipients separately; therefore, comparisons aaash time point for each group
were conducted irrespective of a significant intéoa, and are reported when

significant.

8.5.1 Short Form 36 (physical functioning)

Results revealed that the main effect of group sigisificant F(1, 34) = 10.45, p =
0.03,np® = 0.24, as was the main effect of time F(2,68)086p = 0.04np* = 0.15
(means and standard deviations are provided ineTéd3l). Of particular interest
was the obtained significant interaction F(2, 68.73, p = 0.03yp®> = 0.1. This
indicates that the change in scores on physicaltimmng over each of the three

time periods differs for donors and recipients (Segire 8-1).
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Figure 8-1: Scores on the Physical functioning donma of the SF36
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Decomposing the interaction showed that donorsresqpeed a statistically
significant decrease in physical functioning frame 1 to time 2; t(16) = 2.77, p =
0.01,m%= 0.32, which significantly increased again by tige(16) = -3.59, p =
0.002,n> = 0.30. Scores at time 1 and time 3 did not §icantly differ. Whilst
recipients showed a trend towards improvement ysighl functioning over the
three time periods this did not reach significattéewever, donors scored
significantly higher than recipients at time 138) = 4.16, p < 0.001;° = 0.34) and

at time 3 only (t (34) = 3.47, p = 0.00¢ = 0.26).

Consistent results were found with nonparametststeith an additional
significant improvement in scores between time @ tame 3 for recipients (z = -

2.04, p = 0.04).
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Table 8-3: Table of means (and standard deviation$pr each quality of life
measure

Time 1 Time 2 Time 3
Measure Group M (SD) M(SD) M(SD)
SF36: Physical Donors 95.29 (6.73)  79.71 (22.88) 94.41 (7.48)
functioning Recipients  70.00 (25.55) 70.79 (20.70)  76.32 (21.33
FLP: Physical Donors 0.25 (0.73) 2.47 (4.03) 0.53 (1.55)
health

Recipients  4.11 (4.97) 7.03(8.79)  6.37 (11.35)

FLP: Psychological Donors 1.43 (3.61) 8.02 (12.15) 1.38 (3.22)

health

Recipients 11.71 (11.69) 12.59 (16.68)  9.57 (18.06)

8.5.2 Functional Limitations Profile (FLP)

8.5.2.1FLP Physical

There was a significant main effect of group, B@) = 6.98, p = 0.0;3p* = 0.16
indicating that donors and recipients differed wilgards to how much their health
effected their daily physical abilities, irrespeetiof time of assessment (means and
standard deviations are provided in Table 8-3)péeton of the means suggests,
not surprisingly, that donors consistently had f@sgsical limitation than recipients.
There was no significant main effect of time andsmgmificant group by time

interaction.

Despite no significant main effect of time, clogepection of each group across
the three time periods revealed that donors demaiadta significant deterioration
in their daily physical abilities from time 1 tarte 2 (t(19) = -2.81, p = 0.0%% =
0.42) which improved again (although not signifitgnat time 3, back to a level
not significantly different to the pre donatiomge 1) level. Recipients did not

significantly differ from time 1 to time 2, or tovie 3.
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8.5.2.2FLP Psychosocial

Again there was a significant main effect of gréif, 38) = 7.14, p = 0.0hp° =
0.16 indicating that donors and recipients differethe degree to which their
health effected the psychosocial aspects of thaly tiving (means and standard
deviations are provided in Table 8-3). Inspectibthe means indicate that donors
consistently had fewer psychological limitationarttrecipients. There was no

significant main effect of time and no significgmbup by time interaction.

However, closer inspection of the results of eadlug indicates that donors
experienced a significant deterioration in the psjogical aspects of daily life

from time 1 to time 2 (t(19) = -2.62, p = 0.04#,= 0.22), which significantly
increased again by time 3 (t(18) = 2.64, p = 0.6{f%& 0.28), to a level similar to
that obtained at time 1. For recipients there wasignificant change between times

1, 2 and 3.

8.5.3 Visual Analogue Scales: Relationship and soci  al issues

There was a statistically significant main effetctime, with regards to
improvement in relationships between donor andoreot (F(2,74) =11.32 ,p <
0.01 ,np2= 0.23), and with family and friends (F (1.53, 5.5 7.73, p = 0.003,
np”>= 0.17). There was no significant main effect afugr and no significant group
by time interaction in either variable. From insjp@t of the means (provided in
Table 8-4) we can see that the improvement in baltttionships increases from pre

to post transplant.
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Table 8-4: Table of means (and standard deviationgpr each relationship
variable

Time 1 Time 2 Time 3

Measure Group M (SD) M(SD) M(SD)
VAS: Has relationship Donors 31.53(30.73) 45.95(31.63) 45.46 (32.15)
with donor/recipient
improved? (%) Recipients  31.10 (27.16) 54.70 (37.42) 60.78 (31.74
VAS: Has relationship ponors 4.05 (3.7) 3.05 (3.06) 7.5 (11.75)
with donor/recipient
been adversely o
affected? (96) Recipients 14.10 (26.16) 9.65 (17.53)  8.34 (14.72)
VAS: Has relationship ponors 23.79 (27.67) 38.42 (33.19) 39.75 (30.58)
with family and
friends improved? o
(%)° Recipients  24.25 (30.46) 43.80 (32.50) 44.15 (29.80
VAS: Has relationship ponors 9.79 (17.28)  6.31(10.16)  10.02 (15.89)
with family and
friends been adversely
affected? (%) Recipients  8.95(20.78) 12.65(25.38) 14.86 (25.59)

20% = Not at all, to 100% = An extreme amount

Closer inspection of the results indicates thaidingree of improvement felt by
recipients in their relationship with the donorre&sed from time 1 to time 2 (t(19)
=-3.32, p <0.01y? = 0.37), and to time 3 (t(19) = -3.99, p = 0.§1= 0.46) .
Times 2 and 3 did not significantly differ. A similpattern was found with
recipients’ relationship with other family and fnigs. A significant increase in
degree of improvement was found between times 2atd9) = -2.46, p = 0.02
= 0.24) and time 1 and 3 (t(19) = 2.75, p = 0:ff1= 0.29). For donors, the degree
of improvement in relationships with the recipieniends and family did not

significantly change over the three time points.
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Nonparametric tests verify all but one of the ressuhere was an additional
significant improvement for donors between timendl ame 3, with regards to their

relationship with the recipient (z =-2.48, p =D.0

Table 8-5: Table of means (and standard deviation$pr each social variable

Time 1 Time 2 Time 3
Measure Group M (SD) M(SD) M(SD)
Donors N/A N/A N/A

VAS: Concern for
donor? (%

Recipients  78.05 (30.13) 67.29 (33.57) 65.45 (36.22

Donors 34.45 (27.35) N/A N/A
VAS: Concern for

operation? (96)

Recipients N/A N/A N/A

VAS: Do you have
concerns/worry about
the remaining kidney?

Donors 22.79 (23.97) 16.26 (26.14) 17.43 (21.50)

(%)° Recipients N/A N/A N/A
VAS: Have you Donors N/A 21.74 (30.44) 17.05 (28.15)
suffered any financial
loss? (%) Recipients N/A N/A N/A
VAS: Do you Donors N/A 36.68 (31.22) 32.17 (36.06)
experience discomfort
from scar? (%) Recipients N/A N/A N/A
VAS: If possible Donors N/A 87.39 (18.31) 89.84 (13.11)
would you donate one
: e
of your kidneys again? o . . ients N/A N/A N/A

(%)°

%0% = Not at all, to 100% = An extreme amot0f = Definitely no to 100% = Definitely yes

The results for the remaining, VAS questions amigied in Table 8-5. Prior to the
operation the recipients concern for the donor wgker than the donor’s concern
was for themselves. Although the recipients coreérnthe donor decreased over
the transplant experience this was not signifigesl and remained relatively high

throughout. Similarly, the donor’s concern for th@maining kidney decreased
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following the operation but this was not statidticaignificant and in contrast was
relatively low throughout. Between 6 weeks and éths post transplant there was
no statistically significant differences in peragivfinancial loss or discomfort from
the scar. When donors were asked if they would oagain if it were possible,
there was a strong positive response that was amagtt at 6 months post operation.
8.5.4 World Health Organisation’s Quality of Life s  cale — Bref
(WHOQOL-BREF)
8.5.4.1Physical health
There was a statistically significant main effecgmup, F(1, 35) = 23.30, p
<0.001mp*= 0.40, and of time, F(1,66, 58.07) = 3.62, p =A0{p°= 0.09
indicating that donors scored differently from pents, irrespective of time of
assessment and that the time of assessment signiji@ffected test scores. The
group by time interaction was not significant. Ach time point donors
consistently had a higher level of satisfactiorhviteir physical health than

recipients (see Table 8-6).

Closer inspection of each group indicates thattmrors a significant deterioration
occurs from time 1 to time 2 (t(18) = 3.07, p =@?* = 0.34) but this improves
and returns to a similar pre donation level at tBn&ecipients showed no

significant differences between times 1, 2, and 3.

Non parametric tests support the majority of tHes#ings although, contrasting
results were found for the main effect of time:dksvof satisfaction with physical
health did not vary significantly across the thtiege pointsy2 (2, N = 37) = 4.36,

p = 0.113. However, when groups were analysed aggpresults confirmed that
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of the ANOVA. In addition, the improvement in dosbphysical health satisfaction

from time 2 to time 3 was significant (Z =-2.0971©.04).

Table 8-6: Table of means (and standard deviationgpr WHOQOL-BREF

variables
Time 1 Time 2 Time 3
Measure Group M (SD) M(SD) M(SD)
WHOQOL-BREF: DOMO's  18.79(0.98) 1670 (3:34)  18.00 (2.35)
Physicalhealth  pocipients  14.77 (2.83) 1450 (2.29)  15.32 (2.71)
WHOQOL.BREF: DONO's  16.41(1.45)  16.70(233)  16.63(2.03)
Psychological health o . . hients 1540 (2.76)  16.60 (1.75)  15.60 (2.04)
WHOQOL-BREF: Donors 17.11 (2.60) 16.74 (2.64) 17.04 (2.69)
Social relationships oo inients  16.00 (2.81)  15.82 (2.45)  16.84 (3.05)
WHOQOL.BREF: DOMO's  17.67(132)  17.28(229)  17.86 (L65)
Environment Recipients 16,53 (2.47)  16.71(2.57)  16.63 (2.41)

8.5.4.2Psychological health

There was no main effect of time or group, andgiteeip by time interaction did not

reach statistical significance. Scores did notifigantly change across the three

time periods for either group (see Table 8-6).

8.5.4.3Social relationships

There was no main effect of time or group, andgiteeip by time interaction did not

reach statistical significance. Scores did notifigantly change across the three

time periods for either group (see Table 8-6).
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8.5.4.4Environment
There was no main effect of time or group, andgiteeip by time interaction did not
reach statistical significance. Scores did notificantly change across the three

time periods for either group (see Table 8-6).

8.5.5 Hospital Anxiety and Depression scale (HADS)

Table 8-7: Table of means (and standard deviationgpr HADs variables

Time 1 Time 2 Time 3
Measure Group M (SD) M(SD) M(SD)
Donors 1.68 (1.46) 2.26 (2.54) 1.16 (1.61)

HADs: Depression
Recipients  3.33 (2.67) 1.76 (1.84) 2.81 (2.46)

Donors 4.53 (2.82) 3.47 (3.82) 3.47 (2.39)

HADs: Anxiety
Recipients 4.19 (2.34) 3.57 (2.73) 4.14 (3.28)

8.5.5.1Depression

There was a significant group by time interactib((76) = 1.37, p = 0.004p* =
0.14) (see Figure 8-2). Decomposing this interacsioowed that depression scores
for donors did not differ significantly over therée time periods but for recipients
depression scores were significantly higher at tintiean at time 2 (t(20) = 2.98, p
<0.01,n? = 0.31) and significantly increased again at tBr(§20) = -2.75, p = 0.01,
n? = 0.27). The difference in depression scoresa ti and time 3 were not

statistically significant. There were no signifitamain effects of time or group.

Independent t-tests found that recipients wereifsigntly more depressed than
donors at time 1 (t(38) = -2.39, p = 0.62,= 0.13), and time 3 (t(38) = -2.53, p =

0.02,n% = 0.14. It is important to note that at no poiitt the depression scores for
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either donors or recipients fall outside the pragb$ormal” range (scores 0-7)

(Zigmond and Snaith, 1983).

Figure 8-2: Scores on the Depression subscale oetRlADs
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Time of Assessment

Non-parametric tests indicate that the levels giregsion were significantly
different over the three time periogfs(2, N = 40) = 6.97, p = 0.031, although
confirm the results of the decomposed paramettaraction and between group

comparisons.

8.5.5.2Anxiety
There was no significant main effect of time ogodup, and the group by time
interaction did not reach statistical significan8eores did not significantly change

across the three time periods for either group {sdxe 8-7).
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8.5.6 Cambridge Neuropsychological Test Automated B attery
(CANTAB)

8.5.6.1RTI: 5-Choice reaction time (Time taken to releasé&utton)

There was no significant main effect of time, ogodup, and the group by time

interaction did not reach statistical significanSeores did not significantly change

across the three time periods for either group {sdxe 8-8).

8.5.6.2RTI: 5-Choice movement time (Time taken to touch

stimulus)

There was a significant main effect of group offifd,35) = 5.43, p = 0.03p* =

0.13. From inspection of the means (see Table &8ipients were slower than

donors at each of the three time points. Scoresdalidignificantly change across

the three time periods for either group.

8.5.6.3RVP: total hits (number of correct responses)

There was a significant main effect of time only1(B5, 57.87) = 7.18, p = 0.003,
np® = 0.17). The total number of targets correctlypoerled to increases over the
three times periods in both groups (see Table 88)vever, closer inspection of
the results indicate that only donors show sigaiftcchanges over time with a
significant increase from time 1 to time 3 (t(1733:95, p < 0.01y* = 0.48) and
time 2 to time 3 (t(17) = -2.55, p = 0.0 = 0.28). Recipients did not show any

significant changes over the three time periods.

8.5.6.4RVP: mean latency (speed of response when correct)
There was no significant main effect of time, ogodup, and the group by time
interaction did not reach statistical significan8eores did not significantly change

across the three time periods for either group {sdxe 8-8).
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Table 8-8: Table of means (and standard deviation$pr each CANTAB
variable

Time 1 Time 2 Time 3
Measure Group M (SD) M(SD) M(SD)
RTI: 5-choice Donors 347.23 (48.04)357.97 (44.94) 356.40 (52.21)

reaction time
(milliseconds) Recipients 355.49 (54.70)361.80 (39.98) 363.58 (84.85)

RTI: 5-choice Donors 377.53 (63.43)414.61 (80.35) 396.65 (63.15)
movement time

(milliseconds) Recipients 454.18 (68.70)444.39 (85.43) 430.40 (71.58)

Donors 19.28 (4.35)  20.17 (5.37)  22.39 (2.89)

RVP: Total hits
Recipients 16.68 (5.28) 19.32 (5.38) 19.63 (5.26)

Donors  462.02 (59.44)455.35 (65.80) 473.16 (68.49)

RVP: Mean
latency recinionts 47349 459.55 476.55
P (115.03) (109.98) (150.06)
Donors 428 (0.75)  4.78(0.43)  4.33(0.77)

DSM: Correct
delays at 12000ms

Recipients 4.47 (0.70) 4.21 (1.18) 4.32 (0.82)

Donors 344157 2998.27 2905.13
DSM: Mean (776.93) (776.95) (719.81)
latency recioionts | 324767 3064.65 3279.09

P (932.83) (841.30) (1170.99)

8.5.6.5DSM: correct delays at 12000ms (number of correct
responses following longest delay)

There was no significant main effect of time, ogodup, and the group by time

interaction did not reach statistical significanSeores did not significantly change

across the three time periods for either group {sdxe 8-8).

8.5.6.6DSM: mean latency (speed of response when remembdre
correctly)

There was a significant main effect of time, F(56.,06) = 5.04, p = 0.02p2 =

0.13, and in addition a statistically significgnoup by time interaction, F(1.6,

56.06) = 3.69, p = 0.04p2 = 0.1(see Figure 8-3).
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Figure 8-3: Time (ms) to select correct response ddelayed Matching to
Sample
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Decomposing the interaction revealed that for detioe average speed for correct
responses at time 1 was significantly slower thamee 2 (t(17) = 3.85, p < 0.01,
n2 = 0.47) and at time 3 (t(17) = 4.24, p < 0:92,= 0.51). There was no
significant difference between time 2 and time 8.d\gnificant differences were
found over the three time periods for recipientd aa significant differences were

found between the two groups at any time point Tsd#e 8-8).
8.5.7 Rivermead Behavioural Memory Test (RBMT)

8.5.7.1Story Immediate

There was a significant main effect of time only2(#6) = 3.57, p = 0.03p* =
0.09). Scores generally increased from pre to po#tT. Closer inspection
indicates that recipients show significant improees in memory from time 1 to
both time 2 (t(21) = -2.65, p < 0.0§° = 0.25) and time 3 ((20) = -2.59, p < 0.05,
n? = 0.25). Scores at time 2 and time 3 did not difgnificantly. Donors did not

show significant improvement (see Table 8-9).
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Table 8-9: Table of means (and standard deviation$dr each RBMT variable

Time 1 Time 2 Time 3
Measure Group M (SD) M(SD) M(SD)
REMT: Story Donor 6.87 (3.32)  7.66 (3.26) 7.55 (3.27)
Immediate Recipient  5.93(2,52)  7.60 (2.67) 7.88 (3.13)
RBMT: Story Donor 5.58 (2.84) 6.16 (2.64) 6.95 (2.36)
Delayed

Recipient 5.17 (2.33) 6.19 (2.55) 6.83 (3.10)

2possible range of scores = 0-21

8.5.7.2Story Delayed

Again, there was a significant main effect of tiody (F(2,76) = 5.30, p = 0.007,
np® = 0.12). Scores increased over the three timeg@eriCloser inspection revealed
no significant improvements between each time peioo both donors or recipients

(see Table 8-9).

8.5.8 Predictor variables

The measures of Recovery locus of control (RLO@ir®ism (LOTR) and

General Self Efficacy Scale (GSES) were incorparateo the study at time 1 in
order to assess their ability to predict functioaadl psychosocial outcomes
following LDKT. The means and standard deviatioheach measure are presented

in Table 8-10.

Table 8-10: Table of means (and standard deviatiof$or each predictor
variable

Recovery Locus Life Orientation Generalised Self

of Control Test Revised Efficacy Scale
Group (RLOC) (LOTR) (GSES)
Time 1 Donors 37.75 (4.36) 17.32 (3.04) 32.05 (3.70)
M (SD) Recipients 32.45 (5.54) 16.23 (3,52) 31.45 (3.17)
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In order to test the predictive validity of thes®iables a recovery score was first
calculated for the variables SF36 Physical funatignFLP Physical, FLP
Psychological, WHOQOL Physical, and WHOQOL Psychalal separately. Each
recovery score was calculated by subtracting sairgésie 3 from scores at time 1,
thus controlling for baseline differences. Non-pae#ic correlations were then
conducted between the computed recovery scoreseantls for the RLOC, LOTR

and GSES.

For donors, a significant negative correlation ¥easd between the LOTR score
and the difference in scores for the WHOQOL Phygjea -0.40, n = 18, p <
0.05), and the RLOC score and the difference imesctor the WHOQOL
Psychologicald =-0.42, n =19, p = 0.04). Higher levels of opim are related to
more improvement on the WHOQOL Physical measuréstvaiistronger internal
locus of control is related to more improvementtoean WHOQOL Psychological

measure (see Appendix 24).

For recipients, different significant correlationsre observed. A significant
positive correlation was found between the RLOGeemd the difference in scores
for the FLP psychologicap(= 0.53, n = 21, p <0.01). In addition, positive
correlations were found between the LOTR scorethedlifference in scores for
the SF364 =0.47, n =19, p = 0.02), and the WHOQOL Psyctjiclal (p = 0.46, n
=21, p = 0.02). A significant negative correlatiwas found between LOTR score
and the difference in scores for the FLP physigal {0.54, n = 21, p <0.01) (see
Appendix 25). These results indicate that, coutt¢he hypothesis, higher levels of
optimism are related to an increased level of gia}dimitation, more deterioration

in daily physical functioning and more deterioratia satisfaction with
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psychological health. GSES was not significantlyelated with any of the

outcome variables for donors or recipients.

8.6 Discussion

8.6.1 Hypothesis 1: Recipients will show improvemen  tin all
dependent variables from pre to 6 weeks to 6 months post
transplant

The results of this study do not support the fisgiothesis, as recipients only
showed significant improvement from pre to postsgdant with regards to a verbal
working memory test (RBMT: Story immediate), andhaiegards to perceived
improvement in relationships with the donor, fanahd friends. The significant
improvement in both variables was made by 6 weeks IPDKT and was
maintained at 6 months. This is contrary to presistudies which have indicated
that kidney transplant leads to improvements inyraspects of quality of life,
psychosocial wellbeing, and cognitive functionikgahke et al, 2000; Griva et al,
2009; Griva et al, 2006; Lumsdaine et al, 2005zMat al, 2007). The decision to
place a patient on the kidney transplant waitisgi§ made based on the belief that
a transplant will increase the patients’ chancesuo¥ival and offer significant
improvements to their quality of life. Thereforketpresent results are striking in
that by 6 months post kidney transplant recipierdgee yet to experience significant

improvements to their quality of life compared them they were receiving dialysis.

Previous studies in support of significant improegnvary with regards to the time
since transplant, therefore it is possible thatohitins post transplant is too soon for
improvements to quality of life to be noted andragated by recipients. Virzi et al

(2005) reported significant improvement on variagpects of health related quality

of life at 6 months post transplant when using3k&6, but similar to the current
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study significant improvement on the physical fumming domain specifically did
not occur. The level of physical limitation exp&ged by recipients prior to
transplant may require a longer time frame befayessof significant improvement

can be observed.

In contrast to the current study, Lumsdaine eR@06) found a significant
improvement in the WHOQOL physical domain scoré ateeks post operation
which continued to increase to a level comparatith UK norms at 1 year post
transplant. Lumsdaine et al (2005) completed arsatys 35 recipients which may
suggest that the current study had insufficientgrow detect similar significant

differences on the WHOQOL and other variables.

An interesting finding was observed for depresswhilst the level of depression
noted for recipients was unchanged from pre to Gth®post transplant, significant
deterioration was observed at 6 weeks post transptowever, it should be noted
that at no time point did recipients have scoreglwbxceeded the “normal range”
of between 0 and 7. Recipients were more deprakaaddonors prior to the
operation and significantly improved to a level gamto donors by the initial post
transplant assessment. However, from 6 weeks toréhm post transplant, the level
of depression for recipients significantly increésgain. Following transplant,
despite freedom from dialysis, patients must cahteith a lifelong, strict medical
regime: at a minimum, patients need to take immuppessant medication twice
daily, 12 hours apart, normally on an empty stomatilis medication is necessary
to preserve the survival of the kidney by preveamtime recipient’s body from
rejecting the foreign object that is the transpdriktidney, but its necessity may

adversely impact psychological wellbeing. At 6 weeke initial relief and joy felt
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from having freedom from dialysis may overcompeadat any difficulties
experienced with the new medical regime, and ctioeanticipated medication
side effects (e.g. trembling, hair loss, and diebé&om immunosuppressants and
weight gain from steroids), representing a “honegmperiod”. By 6 months, living
without dialysis has become routine and yet a cetepgleturn to a normal life does
not occur as the medication issues continue. Tsidteetherefore may indicate that
by 6 months after the operation a cognitive skifids to a more prominent focus on
the restrictions and side effects of the medicatmd as a result the initial
improvement in levels of depression may recedepr@siously suggested, 6 months
post transplant may be too soon to fully appreahtmnges to quality of life, but
additionally, it may be that by 6 months furthealdbdnges, such as organ rejection,
changes to medication, or the consequences ofcagaised susceptibility to
infection and disease due to a lowered immune sysdee faced that temporarily

override any objective improvements.

A previous study assessing predictors of depressi&iiney transplant patients
suggests that coping preferences influence changkpression from pre to 12
months post transplant (Christensen et al, 200@)is@nsen and colleagues (2000)
described how patients have to cope with the grguwidependence from health
care providers as time from transplant increasesigients who had a high
preference for active coping strategies were mtedylto show a reduction in their
depression scores over time whilst patients witthwapreference, and therefore a
more passive coping strategy, were likely to shawunarease in depression scores
from pre to 12 months post transplant (Christeregeai, 2000). In this current study

coping style was not assessed, but variation imgogtyles within the current
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sample may offer a possible explanation for chamgeégpression scores from pre

to 6 months post transplant.

In addition, Griva et al (2002) found that recigeenf a living kidney donation
experienced higher level of guilt than recipiemsaiving a deceased donation,
when measured an average of 8.6 years after teartaibn. Although this
particular emotional response was not measurdueicdrrent study, it is possible
that such a negative emotion was reflected in teasure of depression. An
explanation of the results could be that againedhe initial euphoria of a
successful transplant diminished, the realisatioth® sacrifice made for the
recipients’ benefit became more apparent therebgiog an increase in levels of
depression. This interpretation is speculativethedactors involved in the course
of emotional wellbeing warrants further research.

8.6.2 Hypothesis 2: Donors will show initial physic al, functional

and neuropsychological deterioration from pre to 6 weeks
post donation, improving again by 6 months.

The results offer some support for hypothesis 2od® show no significant
deterioration in quality of life, cognitive functiomg and psychosocial wellbeing
from pre to 6 months post donation. In additionpeedicted, from pre to 6 weeks
post donation, significant deterioration on a nuntddevariables was observed:
SF36 physical functioning, FLP Physical, FLP psyogial, and WHOQOL
physical. Deterioration was most notable with measwof physical ability which
corresponds with previous research. For example) ¥t al (2007) observed
deterioration in the SF36 physical functioning damfeom pre to 6 months post

donation whilst Smith et al (2003) found a sigrafit reduction in the physical
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component score of the SF36 from pre to 4 montiss ganatiof. However, unlike
previous research, in the current study, the deteron was short lived, as scores

had returned to a premorbid level by 6 months.

Deterioration was also noted with respect to bbéphysical and psychological
aspects of functional limitations. Whilst limitenl general physical functioning, the
more specific physical day to day tasks were aégatively affected as were
psychosocial aspects including general alertnedsra@rest in hobbies etc.
However, such deterioration represented only teargarhanges as each returned to
pre-morbid levels by 6 months. In addition, satistan with physical health had
deteriorated at 6 weeks which corresponds withékelts of Lumsdaine et al

(2005), although whilst Lumsdaine observed a retanpre donation levels at one
year post donation, the current study’s designadtbsimilar improvements to be

documented at the earlier stage of 6 months.

It is likely that the pre donation health checkrigat out by the transplant team at
the RIE ensures that donors who are selected ar@anticularly good state of
health so as to be able to recover from any phlydetarioration inevitably
experienced with major surgery by 6 months, antifar appropriate supports are
available within the transplant unit at the RIEptomote recovery post donation.
Regardless, it should be made clear to potentiabdothat physical deterioration is
likely at 6 weeks after surgery, and can be avallsimilar to that of the recovering

recipient.

8 Exact scores for the physical functioning domamrot documented but the physical functioning
domain has been documented as one of the mosytdghielated with the general physical measure
(Ware, 2000).
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With regards to the neuropsychological variabliesas hypothesised that donors
would show deterioration in performance at 6 weaksa consequence of losing a
kidney, before returning to a pre-donation levebayonths. However, a significant
change at 6 weeks post donation was only notedrfervariable: DSM: mean
latency (measure of psychomotor speed). The dinecti the significant change
was not as anticipated: donors showed an improvearepsychomotor speed at 6
weeks post donation. The result cannot easily pé&aed but may indicate a
possible practice effect for donors, and obsematloy the author would certainly
suggest a determination by donors to exceed predoores on all tests. However, a
further explanation may be with regards to therignof the assessments. It is
possible that neuropsychological deterioration dmesir, but is short lived and
resolved within a 6 week period.

8.6.3 Hypothesis 3: The psychological variables, lo  cus of

control, optimism and self efficacy, measured pre L DKT,
will be related to recovery in both donors and reci pients.

The results showed limited support for the thirgdipesis. For donors, self
efficacy failed to correlate with any of the outa®rariables and optimism and
locus of control only correlated with one outconaete Whilst a high level of
optimism was related to a greater improvement fisfsation with physical health
(WHOQOL physical), a strong internal locus of cohtvas related to a greater
improvement in satisfaction with the psychologiagpects of quality of life

(WHOQOL psychological).

These results were not replicated in the samplteadpients. For recipients, a
stronger internal locus of control was related targer degree of improvement in

ability to carry out psychosocial aspects of daung (FLP psychological). In
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addition, optimism was related to many functionad @sychosocial outcomes
following LDKT however, the results were not conerg with the predicted
direction of relationship. Previous research hdsated that an optimistic outlook
leads to better outcome following many medicalwgial procedures such as
heart bypass surgery, and treatment for breasec#8cheier et al, 1999; Schou et
al, 2005). In addition, a study by Goetzman antkagues found that optimism
within patients awaiting an liver, lung or bone naav transplant predicted good
mental health post transplant but not physical fienang (Goetzmann et al, 2007).
However, within the current study, optimism was redated to improved recipient
outcome. Higher levels of optimism prior to trarsplwere found to be related to a
higher degree of deterioratiam physical functioning (SF36), a higher degree of
deteriorationn daily physical abilities (FLP physical), andhigher degree of
reducedsatisfaction with psychological health (WHOQOL ghsglogical). Such

paradoxical results cannot be easily explainednaag represent spurious findings.

However, the results may also be indicative of ssoaiation between poor outcome
and unrealistic optimism (Weinstein, 1980a). Beapgmistic may have led to the
individual's quality of life being over estimatetitane 1 so that at time 3, the
reality of the situation was perceived to be adl thore detrimental. In addition,
having unrealistic optimistic expectations for ttwairse of personal recovery, when
not realised, may also have contributed to poougzamne. Such possible

associations are speculative and require furthessingation.

8.6.4 Limitations
The first limitation noted is with regards to therdtion of follow-up. The lack of

significant improvement experienced by recipientg/rauggest that 6 months post
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LDKT is perhaps too soon to detect such changeseder, a previous study has
noted significant improvement at only 6 weeks pd3T therefore an additional
explanation, and further limitation of the studywith regards to the relatively
small sample of participants who completed assestsnoeer all three time periods
(Lumsdaine et al, 2005). This will have resultededuced power and therefore
“real” effects may not have been detected. Theiotstl duration of the PhD degree
programme meant that not all participants could mete the post LDKT
assessments and this itself is a limitation ofstioely. Those who began
participation but continue to await the LDKT prooeel may eventually experience
different outcomes to those who completed LDKT wits/6 months from their
first assessment. Future studies could considemntpact of a prolonged wait
between the decision to pursue LDKT and its ocaueeon donor and recipient

outcomes.

The use of multiple outcome measures may also imaveased the likelihood of
type 1 errors, whereby significant results aredatid despite no real differences
between two groups or data points. This may exglarspurious findings of this
study, such as the recipients’ significant improeeiin immediate recall (RBMT
story immediate) when no significant improvementsther memory or
neuropsychological tests were found. It is impdrtaremphasise that a more
conservative alpha level was employed with postthests in an attempt to control
for type 1 errors (Holm'’s sequential Bonferroni haat) however an even more

conservative alpha level may have further challdrte significant findings.

The particularly low reliability scores of the plge health domain of the FLP and

the Social relationships domain of the WHOQOL-BRERme 2 require comment.
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It is not possible to explain this outcome as tighér scores at time 1 and time 3
supports the reliability of the measures. It mawéeer suggest that 6 weeks
following major surgery, items relating to physit&alth and social relationships
may be interpreted slightly differently to when giiation is more settled. For
example, with regards to the social relationshipdm, inspection of the scale
indicates a slightly more acceptable alpha levél.62 with removal of the question
regarding satisfaction with support from friendkisTwould leave satisfaction with
sex life and personal relationships as the scatest At time 2, during the initial
recovery process, the distinction between persameélisexual relationships, and
friendships is perhaps more apparent. Whilst exgtlans are speculative it is
important to be aware of the low reliability scorasen interpreting the main

results.

A limitation of response bias may also apply t@ study as potential donors and
recipients who declined the invitation to parti¢cgeanay have suffered more in their
functional and psychosocial wellbeing, or may haitaessed greater improvement.
However, it should be noted that the responseofati@ned for this study was a

respectable 72.3% for donors and 77.3% for recipien

lliness perceptions are thought to influence agréssrecovery and quality of life
but this could not be investigated in the curreéatlg due to problems of
interpretation. The use of the IPQ-R was abandaiedo consistent questioning
from participants with regards to the meaning eflisted items. A recent study by
Griva and colleagues (2009) has also highlightexsibde interpretation difficulties
with the original IPQ. It was suggested that thféedence in meaning intended by

the words “illness” and “treatment”, essential fompletion of the measure were
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not easily distinguishable in the context of erafystrenal disease and
transplantation (Griva et al, 2009). In the currgnidy the meaning of “treatment”
was not clearly understood as recipients at the_pieT stage included both
dialysis and transplantation as “treatment” anchgaovoked different response to
items. In addition, the recipients found questipadaining to the expected duration
of their “iliness” difficult as responses were degent on whether or not they

actually received the transplant.

In this study, the word “illness” in each item waplaced with a more specific term
for donors and recipients respectively i.e. “mydition / kidney condition

following the donation operation / transplant”, loutestions surrounding the
meaning persisted. The IPQ-R post transplant dpaltyf was noted to pose
confusion. For example, donors felt the treatmesmistjons did not apply to them as
by 6 weeks post donation medication was neithesgpiteed nor required, and
donors and recipients alike did not understandritesded meaning of the replaced
phrase. The word “condition” was considered synomyswith illness or disease as
opposed to a current state of health, and post LBECipients felt they no longer

had an illness whilst donors had never had a one.

The IPQ was devised to be a generic measure tw ake with all patient groups

but recently this perceived advantage has beenibdedas a limitation of the
measure (French & Weinman, 2008). Interpretatiothefitems is thought to differ
across various patient groups and may not addHesspects important to the
specific group under investigation. Subsequentig,use of supplementary methods
that allow for the specific perceptions of a sefgtient group to be elicited is

advocated. If interventions and supports are teuaeessful, it is necessary that

227



they are tailored to the needs of the specifiogpéigroup therefore ways to increase
understanding of patient beliefs beyond what iseacble by the IPQ is required in

the future (French & Weinman, 2008).

8.6.5 Conclusion
The prospective nature of this study has allowelkarer evaluation of the living
donor kidney transplant and donation experienceelation to the hypotheses the

main conclusions are as follows:

e First, recipients predominantly did not show sigraiht improvements in quality
of life, psychosocial wellbeing, and functional asajnitive abilities within the
first 6 months post transplant. Significant impnoment was noted at 6 weeks
post transplant for a short working memory taskl waith regards to the degree

of improvement in relationships only.

e Second, donors showed significant deterioratigh\aeeks post donation in
measures of physical functioning; ability to conddaily physical activities;
ability to conduct daily psychosocial activitiesdasatisfaction with physical
health, all of which returned to a level similampie-donation results by 6

months.

e Third, locus of control and optimism measured ppKI were related to some
aspects of recovery. Higher levels of optimism wiittlonors was related to a
larger degree of improvement in satisfaction witlygcal health from pre to 6
months post LDKT, and a stronger internal locusasftrol was related to a
larger degree of improvement in satisfaction wilgghological aspects of
quality of life from pre to 6 months post LDKT. $efficacy was not related to

level of recovery. A paradoxical finding was obsshwith recipients whereby
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higher levels of optimism were related to greatgedoration in physical

functioning, daily physical abilities and satisfactwith psychological health.

The results of this study suggest that LDKT, welards to quality of life,
psychosocial wellbeing, and functional and cogeitig a relatively safe procedure
for donors as any negative significant changes wemgporary and returned to a
pre-donation level by 6 months post operation. Hegen this study LDKT only
resulted in a significant improvement for recipgentth regards to a short test of
working memory and their perceived relationshigwite donor, and other family
and friends. There was no significant change onadingr measure from pre to 6
months post LDKT which does not support the proceduanticipated benefit to
the recipient’s quality of life within the first®onths. Careful consideration should
be given to the results and subsequent interpoetatn light of the small sample
size, reduced statistical power, use of multiplesuees and a relatively short

follow-up period.
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Chapter 9 General Discussion

9.1 Overview

This final chapter provides a general discussiotheffindings obtained throughout this
thesis and their contribution to current knowledg®plications for theory, clinical
practice and future research are proposed, arettieihs upon the observed limitations

are considered.

9.2 Introduction

The reality of living on the liver transplant waig list has recently been brought to
public attention in the UK by Frank Deasy, a TVteriand producer, diagnosed with
liver cancer. In his article for the Observer nesysgr, the frustration of waiting and his
powerlessness to obtain the treatment he desperetetied were eloquently described
(Deasy, 2009). Whilst Deasy waited for a new litke benefits of receiving a liver
transplant were also publicised by Stephen Johsf ekecutive of Apple Inc. Having
taken time out from his position within the compamyranspired that Jobs had done so
to receive a liver transplant. Upon returning takyde took the opportunity to publicly
express his gratitude to the donor, whose deatts&aeld his life (Arthur & Johnson,
2009). However, Frank Deasy was not as fortunatedead a week after his article was

published, leaving a wife and three young childidiVVeigh, 2009).

Such high profile cases highlight the current, waitle situation that is a result of the
shortage of livers donated following death. Whesgase people are lucky enough to
receive a liver in time, others are not. Living Dothiver Transplantation (LDLT) was
introduced as an alternative treatment to preveaths on the liver transplant waiting
list, but it is not medically appropriate for alifeents and, as this thesis shows, it is not

always accepted by eligible patients and their li@si
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Given the relative novelty of the LDLT procedurendaide, and specifically in the
UK, there is very limited psychological researchhivi the area. Therefore, the central
aim of this thesis was to extend current knowldolgevaluating the functional and
psychosocial impact of LDLT on both donors andpisits. However, the very slow
uptake of the procedure in Scotland generateddurthportant research aims that
became integral to this thesis. The introductiohET at the Scottish Liver
Transplant Unit (SLTU) in 2006 was originally dabed by the then Minister of
Health, Mr Andy Kerr, as a “lifeline” for patients the liver transplant waiting list in
Scotland, and yet, there has been a reluctanaabohgld of this lifeline (Gray, 2005).
Consequently, an additional aim of this thesis teadicit the reasons for this
reluctance and to identify what factors contribui@the decision to decline LDLT.
Establishing the reasons behind the slow uptake sssential basis for the

development of strategies to increase acceptancBlof.

Whilst previous research has assessed aspectsldiyai life and the decision making
process of LDLT donors, perhaps comparing resaltsonors who were unsuitable for
LDLT, or between donors who did and did not suffiey complications, there has never
been an attempt to understand why many donorseamgients actively decline the
option (e.g. Walter, Bronner, Pascher, SteinmUNehaus, Klapp et al, 2002; Walter,
Bronner, Steinmiuller, Klapp, & Danzer, 2002). Cleapt3, 4, 5 and 7 of this thesis

address this existing lacuna in current research.

9.3 The Influence of Perceived Risk

The concept of risk became a core theme through@ithesis. The decision to
investigate living donation predominantly derivedn awareness of the risk of death
and complications involved for the healthy donoithiv living donation, the safety of

the donor is of paramount concern yet if risk i®éominimised, knowledge of the
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functional and psychosocial impact of living dooatis required, in addition to rates of
mortality and morbidity. Therefore, to conduct angehensive psychological
evaluation of the impact of LDLT upon donors anélithecipients was the main aim of
this thesis, but, ironically, it was this very rigkthe donor that prevented such an
evaluation in Scotland taking place. Chapter 4 gutering LDLT) describes how the

risk to the donor specifically deterred the pursfi DLT by potential recipients.

In Chapter 4 it was highlighted that for patiemtsigree to LDLT meant agreeing to
cause harm to, and possibly the death of, theedane and this was not a decision
they could easily make. Anticipated feelings ofligfianything was to happen to the
donor as a result of their attempts to help theepatould only be avoided if LDLT was
refused. However, whilst the risk to the donor digsted them, the risk to their own
mortality meant that LDLT could not be completeljed out by patients, but rather
would be considered as a last option. It was undedsthat if the patient had no other
choice potential feelings of guilt would be minimds and the risk to the donor would
be more easily justified. For the potential domowas the risk of the patient dying
before receiving a deceased donation that resimtdrgbir immediate reaction to offer to
donate. However, the risk to themselves, as theroaduced enthusiasm to donate by
enhancing concern for their own personal situatiowas not simply the risk of death
or complications itself, but rather how this wopldctically impact on their life and
therefore on the life of their families. For examghaving young children, or starting a
new job, curbed initial enthusiasm for the procedisee Chapter 4: Considering

LDLT) (McGregor, Swanson, Hayes, Forsythe, & O'Gkr2009).

Despite the influence of risk in the decision t@ceLDLT, it is important to note that
risk itself is a poorly understood concept. Thiswlae conclusion found in Chapter 3

(Attitudes to LDLT) and supported previous findindseuberger et al, 2003). The
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results described in Chapter 3, suggested gengvpbst for the introduction of LDLT
but the majority of the general public either contit answer the risk related questions
or would only allow relatives to donate to thenthiére was no risk involved (McGregor
et al, 2008). Risk is an inevitable factor in apg@ation and an understanding and

acceptance of this is essential to the successyof ALT programme.

As risk is poorly understood, and yet is the maizson for the decline of the LDLT
option, in Chapter 7 (The effect of message framejried to understand more about
how risk is perceived. If interventions could beammended to improve understanding
of risk, risk may cease to be such a strong baanedrallow more open consideration of

the acceptance of LDLT.

Within the discussion of the results described a@er 3 (Attitudes to LDLT) a
possible influence of message frame was proposadsl suggested that had the risk
options contained in the devised questionnaire Ipeesented to participants in terms of
survival (e.g. 199 in 200 survive) as opposed tthiée.g. 1 in 200 die), different
responses may have been obtained. Therefore, ipt€h#a the influence of message
frame on perceptions of risk was directly testedeiew of previous framing studies
concurred that a more favourable outcome followangitive frames compared to
negative frames was a common finding (Levin, Satheri& Gaeth, 1998). However,
the study described in Chapter 7 (The effect ofsags frame) was the first to consider
the effect of message frame within the contextwirfig) organ donation, an altruistic act
for a known other, and therefore tested the caarsist of the above finding. Results
suggest that presenting information using a pasg&in frame encouraged willingness
to become a donor when the risk to the donor wlasively low, i.e. when the donation
of a kidney was considered. When the risk to theodavas high, as in the donation of a

liver, frame had no effect. The risk or cost to dlomor was considered so high with
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living liver donation that additional information the form of frame had little impact.
This could perhaps be true for other forms of exkmformation so that regardless of
the benefits of LDLT, the cost to the donor predusités and the option is prematurely
ruled out before further processing of relevanvinfation occurs. This highlights to the
transplant team the importance of taking time tol&r the disadvantages and
advantages of LDLT, and of giving consideratiomézessary supports and actions to
help reduce the perceived risk and cost to potestiaors. It is important that donors

are not unnecessarily prevented from pursuinglifieisaving procedure.

Chapter 5 also described how, from the perspeofiviee medical staff at the SLTU,
the risk to the donor was an influencing factothte low uptake of LDLT. Chapter 5
describes a further unique study as previous imyesin into the views of medical
professionals about LDLT have been of a surveygmeand have approached general
views about LDLT as opposed to the running of a&ieeLDLT programme (Cotler et
al, 2003; Rios, Conesa, Ramirez, Galindo, MartiRens et al, 2005). No other study
with medical professionals has queried why LDLTa$ always accepted by eligible
recipients and donors. The results echo previousrfgs in relation to support from
staff for the option of LDLT, in principle, and eff more insight into the moral

dilemma faced by surgeons, as indicated in Cotidralleagues (2003).

The results of Chapter 5 (Views of medical staifjhtight how both the culture of the
unit and of the Scottish population were both iefitial to the slow course of the LDLT
programme developed at the SLTU. The risk involwgti LDLT was indicated to be
the main deterrent to its uptake in Chapter 4 (@mgg LDLT) but Chapter 5 allowed
this risk to be considered in a wider context. Tément changes and improvements to
the deceased donation allocation system, has rttestrturrently fewer patients are

dying on the waiting list. This, in addition to teenbedded culture of the Scottish
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population whereby donations offered by a youngeregation are not generally
accepted by recipients of a comparatively olderegation, do little to encourage the
procedure and acceptance of the risk. The resulight of the fact that only one

LDLT procedure has been carried out at the unitvier three years, question the future
of LDLT in Scotland. However, as patients contitoide referred for transplant and a
waiting list continues to exist, the National Sees Division, who commissioned the
LDLT programme, has agreed for the unit to contitaeffer the option of LDLT to
those who do wish to pursue it, with funding reveelon an annual basis (Scottish liver

Transplant Unit, unpublished data).

9.4 Overcoming perceived risk

Chapter 6 describes the experience of the firstoaylpatient in Scotland, along with
their donor, to overcome the risk involved and pextwith LDLT. In this instance the
recipient and donor were relatively unique in thath were of the same generation,
were young, and were partners with no dependantgldtion to the findings of
Chapter 4 (Considering LDLT), the recipient in Cteay$ (Scotland’s first LDLT)
described similar views, but was of the opiniort tiehad now arrived at his last option
and finally accepted the need for LDLT. Similatltye donor in Chapter 6 showed
immediate commitment to try and save the recipgelife, but on this occasion
consideration of her personal circumstances dicert@nd beyond the situation
involving the recipient. The nature of the donod aecipient’s relationship, and having
no children, employment or mortgage burdens, lichitee possible concerns that could
deter the donor’s pursuit of LDLT. The risk to tth@nor was acknowledged, but on this
occasion, the donor saw the risk of her husbanadgdgnd her own life being destroyed

without him as greater. Similarly, the recipierdsabaw LDLT as a positive move.
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Whilst the recipient admittedly had concerns fa ¢honor, he also perceived LDLT as

an opportunity to regain control of his and hiseAsffuture.

Risk was also overcome by living kidney donors seaipients. Recruitment for the
LDKT study described in Chapter 8 was more sucoésis@n for the LDLT study
suggesting that the perceived risk involved forklimey donor was a weaker deterrent.
The results confirm the minimal risk to the donaw;significant deterioration was
experienced by donors on any physical, cognitivggsychosocial measures from pre to
6 months post LDKT. Deterioration in physical aiels (SF36), satisfaction with
physical health (WHOQOL Physical), and physical pagchological aspects of daily
living (FLP physical and FLP psychological) at 6eke post donation were significant
but were relatively modest and short lived, retognio a normal level by 6 months.
This was an expected outcome as donors’ had exgedemajor surgery which will
inevitably have significant consequences, irrespedf the reason for the operation,
but the return to baseline, pre surgery levels byoiths promotes confidence in this

specific procedure.

The results for the recipients of LDKT, as discalsseChapter 8 (The impact of

LDKT), were not as expected. Whilst recipients ulad suffer deterioration following
the LDKT procedure they also did not show the amdited significant improvements
from pre to 6 months post operation, which questjastification of the risk to the
donor. Medically the donation may be warranted iuthe suspension of dialysis, but if
donors are to continue to put themselves at ristl,se the process as worthwhile,
psychosocial benefits to the recipient also nedakbtaoted. However, that is not to say
significant improvement would not be apparent ather later time point. The

opportunity to reassess donors and recipients @nanal basis would be of benefit to
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address the overall continuing safety of the pracednd to offer recipients a possible

timeline for the indications of significant posamisplant improvement.

9.5 Quality of life of donors

The quantitative findings from Chapter 6 (Scotlanfifst LDLT), although limited in
their conclusion, offer general support for thegtgysocial and functional safety of
LDLT. However, areas of concern are also appafretvious studies have
predominantly made use of the SF36 and therefotattee comparisons can be made
on this measure. A recent study by Erim et al (2808nd that donors scored above the
norm on the physical dimension of the SF36 priach®LDLT operation, as did
Verbesey at al (2005). Kim-Schluger et al (2002) Bhyagi et al (2005) found that the
donor scored above the norm at an average of 1Ghsipost LDLT and 4.5 years post
LDLT respectively. The results from Chapter 6 ($aad’s first LDLT) echo these
findings as the donor scored above the UK nornw poi the operation and continued
to do so at 6 months post donation. In additioa,déterioration in the donor’s physical
functioning described in Chapter 6 has also beandan other studies. Chan et al
(2006) found a significant deterioration by 1 mowtich improved again by 6 months;
and Erim et al (2007) also saw a significant desedeom pre to 3 months post LDLT.
Physical deterioration is perhaps to be expectkolong major surgery but the current
findings add weight to the need to inform potenti@hors of physical deterioration
associated with donating, and that by 6 monthar&ilo return to pre donation levels of

physical ability may still be apparent.

Of much more limited use in research with donoesthe measures HADs and
WHOQOL-BREF, therefore comparison of results isimad. In Chapter 6, the mean
score for donors on the HADs was consistently withie “normal” range and

decreased post donation. This supports the posésidts of previous research by Erim
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and colleagues (2007, 2008) who found HADs scaréetsimilar to a healthy control
group prior to donation with a decrease in scoke8 tmonths post LDLT (Erim,

Beckmann, Kroencke, Schulz, Tagay, Valentin-Ganszd, 2008; Erim et al, 2007).

Walter et al (2003) found that donor scores od albmains of the WHOQOL-BREF
were higher than norms prior to the operation amibéths post, yet the physical health
and environment domain scores had significantlgritetated from pre donation levels.
A similar pattern was found in Chapter 6 (Scotlanfd'st LDLT) for the donor’s

physical health domain whereby although above therat 6 months, the level

remained below that obtained at pre-donation.

The donor selection process operating within eearfisplant unit should ensure that
donors are in peak health prior to donation intéenagpt to minimise risk involved and
maximise the procedure’s chance of success. Foreason, donors are commonly
found to score above the national norms, or a sawifghealthy controls, pre donation
and Scotland’s first LDLT donor was no exceptianChapter 6 (Scotland’s first
LDLT), the donor was subjected to numerous headttmenations prior to donation
(e.g. MRI%scan, EC&) and was only permitted by the transplant teaxiotoate based
on their results. Prior to the operation, scorethenlWWHOQOL Physical health domain
and SF36 Physical functioning domain were aboventiten confirming the donor’s

physical suitability.

A similar screening process is adopted for kidneyaits and therefore scores above the
norm are also common pre and post LDKT (Ibrahirale2009; Lumsdaine et al,
2005). In Chapter 8 (The impact of LDKT), analysiscores did not include formal

comparison to norms but additional research indg#tat donor mean scores were

° Magnetic Resonance Imaging
1% Electrocardiogram
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above the US national norms on the SF36 (mean Bgr&%and post LDKT (Ware et al,

2000). UK norms covering the necessary age range ma available.

9.6 Qualitative data

Despite the limited statistical conclusions frora uantitative section, the qualitative
section of Chapter 6 (Scotland’s first LDLT) fulétl the aim of establishing a more in-
depth understanding of the personal experiencdfTl. Similarities with previous
interview studies were observed. In Chapter 6,rabar of themes emerged as integral
to the decision to donate, one of which was theodemelationship with the recipient,
her husband. The recipient’s life was dependertherdonors, therefore to protect her
own life it was necessary for the donor to saverdlegient’s. This concurs with a
previous study by Kusakabe et al (2008). Kusakaldecalleagues (2008) interviewed
donors post donation about their LDLT experiencegmtime since donation was not
recorded) and found that many donors had offeretbiate for their owbenefit. Their
motivation was not simply to save the recipienttoutave the recipient live for the
donor’s own benefit and those of their family (Kkislhe et al, 2008). This selfish aspect
to donation is also observed with blood donationergby an increased intention to
donate blood is found when the donor expects tefitefnrom the act in addition to the
recipient (Ferguson et al, 2008). The true altiwisature of blood donation was
questioned in the study by Ferguson and collea@33) and implications for the
future promotion of blood donation were highlighteédllowing the qualitative results
reported here, and in Kusakabe et al (2008), daimonclusion could be suggested of
the offer to donate part of your liver. Promotingelfish’ aspect to becoming a living
liver donor, whereby the benefits of being a doar@r highlighted, such as a decrease in

distress and improved relationships with the recipand other friends and families (as
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described in Chapter 6: Scotland’s first LDLT), wbuncrease intentions to donate

amongst potential donors and requires further itiyatson.

Papachristou et al (2004) also touched upon thévatmn of personal gain when
analysing the transcripts of donors prior to LDEIve ideal types of donors were
concluded from their analysis, one of which beitige“relationship-orientated donor”.
Within this ‘type’ the donor sees donation as aparfunity to maintain an important,
positive relationship with the recipient (Papadatset al, 2004). From the results of
the interviews with DP, described in Chapter & itlear that DP falls within this
category. Papachristou et al (2009) went on tavmd® donors 6 months after their
donation and found that donating did not changedtrer’s positive relationship with
the recipient but rather enhanced it (Papachridialter, Schmid, Frommer, & Klapp,
2009). Again this was suggested in the resultshap@er 6 where a positive outcome of

the donation was the strengthened emotional botvdslea the donor and recipient.

Further similarities with the results of ChaptdgiSgotland’s first LDLT) can be seen
with Cabello et al's (2008) study of donors betw&eand 16 months post donation. The
themes elicited from donor interviews included do@ors’ commitment to the recipient
and consequent determination to see the procdd3ldf through (Cabello &

Smolowitz, 2008). Such commitment and determinatvas evident in the interviews
with DP but unlike previous studies, her motivatiordonate was evidently within the
context of not having a choice, due to the limge@ply of deceased donations. This

finding has implications for the issue of coercion.

Whilst measure’s can be taken to detect and mieiaegrcion from other individuals,
the existence of implicit pressure to donate rexguattention from the transplant team.
It is important that donors are aware of the chthey have and do not feel under

pressure to donate against their wishes. Whilgiement of pressure may be needed to
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motivate donors through the LDLT experience, andesitable given the emotionally
charged situation presented in liver transplantatitefining when such pressure
becomes coercion is a difficult yet important unaking of the Donor Advocate Team,

whose purpose is to safeguard the welfare of tiengpial donor.

The interviews with Scotland’s first donor and ment have not only indicated
probable factors important to a potential donogsigsion making but have also
demonstrated the difficult decision recipients muaake. By listening to the donor and
recipient’s personal accounts of the LDLT experermenefits and problems not
anticipated by the author were highlighted, sucthagecipient’s impression of a fresh
start and the donor’s continuing, unexplained peam. This benefit of qualitative data
is also noted in the results of the studies witlepés and their families (Chapter 4), and
staff (Chapter 5). The finding that LDLT is believ#® be a last option, and the cultural
influences on the progress of the LDLT programneeiateresting and important
findings not anticipated by the author, and theneefoay have been missed in a purely

guantitative thesis.

9.7 Theoretical implications

The results of this thesis can readily be integaten relation to Leventhal’s self
regulation model (SRM) (Leventhal et al, 1984). BieM stipulates that an individual
Is motivated to maintain their health status andhitoo their condition, taking action
when necessary to correct any deviation from theimal, expected state (see
Appendix 2 for an illustration of the model). Thawin which an individual
cognitively and emotionally perceives a health dhiefluences the action or coping

strategy employed, which can subsequently affexivery.

From the perspective of Scotland’s first LDLT reeit, being informed of the need for

a liver transplant was a major health threat wiiemeeded to regain control of, and
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accepting a living liver donation was a way to dis,ta way to cope with the impending
threat of further deterioration. The decision to f@p this specific coping strategy could
be regarded as an active response to the headtt thvhilst to make the decision to
refuse LDLT and wait for a deceased donation cbeldegarded as a passive response.
Such passive coping was a strategy adopted by petignts interviewed in Chapter 4
(Considering LDLT) and this was in line with theerceived sense of optimism, as
depicted in Chapter 5 (Views of medical staff).i®ats were perceived to believe that a
deceased donation would arrive in time and that terent condition was better than

it was therefore the need to react to the heatdathwas not urgent. However, appraisal
of this passive coping strategy if deterioratioswreed, could eventually lead to the
option of LDLT being sought, a last resort wheneotbtoping strategies had failed to
improve the patients health. This is the courseridky Scotland’s first LDLT recipient.
His hope that a deceased donation would becom&ahbleadepleted over time, hence he

agreed to his wife’s donation and accepted LDLThiadast option.

Scotland’s first LDLT recipient talked about his @mnal reaction to learning of his
condition. He described shock when told of the sgvef his condition and concern
when he realised his donor could be his wife. Bhigck was influenced by his belief
that the symptoms he had been experiencing pritvatsplant diagnosis were just
hiccup” and nothing serious, which itself led him to pereéis condition as

temporary. Consequently, the option of LDLT was aatepted straight away but rather
was reviewed as he perceived that his conditiondesesriorating. For patients who
chose not to pursue LDLT, their emotional respdondée situation was perhaps more
prominent in light of their belief that they weretrihat ill. Their great concern for the
risk to the donor and anticipated feeling of gifiinything was to happen to their

donor, impacted their decision to avoid LDLT (sdeafter 4: Considering LDLT).
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As suggested by the SRM, the way in which Scotlafidst recipient perceived his
condition also affected his recovery. Having bed@vhat the LDLT procedure would
cure his condition, the recipient expected tdHdmincing off the walls”post transplant
but instead he suffered complications, which pasédther threat to his health,
resulting in a depressive mood. This was rectiigti the adoption of a determined,

positive attitude, a coping strategy which enhartdedecovery by 6 months.

The components of the SRM and their interconnestiware not only evident when
speaking with patients but also when Scotland& fiDLT donor described her
experience. For the donor, the threat to her oatustquo was the further deterioration
of her husband and the offer to donate was a walyeioto return to normal with a
healthy husband, and reduce her distress surrogitiaénuncertainty of the deceased
organ donation system. The offer to donate posdesselfish aspect as she was driven
to regulate her own quality of life. The potentlainors described in Chapter 4
(Considering LDLT) were also driven to offer LDL® they perceived it had the ability
to save their loved one’s life, but the anticipatedsequences of the procedure meant
LDLT was not pursued. In contrast, Scotland firBiLI donor did not have
dependents, a mortgage or other such respongbilitid subsequently proceeded with
the liver donation. The donor believed any advemesequences of the procedure
would be short lived, and this served to encoutegedecision to donate. However,
such beliefs negatively affected the donor’s perxtiquality of life post donation as

the ongoing pain around the scar area and themteadtj obvious appearance of the scar
itself were not anticipated and, therefore, werecompatible with her previous illness

perceptions.

The qualitative interviews have highlighted supgortthe SRM when applied to the

area of living liver donation but the strength elfationship between components are
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currently speculative and require direct quantiatesting in future studies. The
importance of the cognitive and emotional represt@ns of the illness or health
condition in encouraging consideration of LDLT gmédicting recovery of patients
requires further investigation if a positive outeifor future donors and recipients is to

be appropriately supported.

9.8 Implication for clinical practice

The results of the case study of Scotland’s fiBLT couple, described in Chapter 6,
provide the SLTU with an initial evidence base frasmich future LDLT donors and
recipients at the unit can receive realistic infation. Preparing donors and recipients
for the LDLT experience should include measurgsrévent or reduce the negative
psychological outcomes described by the donor aaigient which predominately
centred on unmet expectations e.g. not being toldeopossibility of continuing pain

post operation.

It is also clear that efforts should be made tatrg fully explain the concept of risk to
potential recipients. Medical professionals andgéeeral public have a different
understanding and acceptance of risk and this rteduks appreciated when the
professionals consult with patients (Chapter 3itédes towards LDLT). Identifying
ways in which risk can be better understood bygéreeral public and consideration of
LDLT can be encouraged, in light of the culturahtxt of Scotland and the UK (see
Chapter 5: Views of medical staff), is a challefgefuture research and needs to be

considered by medical professionals involved ingpdant.

9.9 Direction for future research
Other future research aims have become apparenighithis thesis. Two proposed
reasons why LDLT has only been conducted onceea®tiTU since its introduction in

April 2006 are patients’ concern for the risk teitthealthy donor and the poor health
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of many potential donors. This consequently hiditBgareas of further psychological
research into human behaviour and decision makKiegeased donation poses no risk
to the donor and is the preferred method of traargdy patients and medical staff alike
(Chapters 4 and 5). Therefore, ways in which togase the availability and

acceptability of deceased donation remains a atggléor psychologists.

An additional challenge relates to improving thaltteof the general public. Not only
would health improvements increase the availabiftgotential donors for those
patients who wish to pursue LDLT, but it would alsp to reduce the demand for
liver transplantation. Whilst some forms of livesehse are caused by autoimmune
disorders, others develop as a result of behavEwgek as unprotected sex, intravenous
drug abuse, extensive alcohol consumption, andtgb&onsequently, understanding
the detrimental behaviour that leads to certaies$yqf liver disease is an important
challenge for health psychologists concerned viighdrevention of liver disease, liver

failure and subsequent liver transplants.

In reference to living donation specifically, futuresearch investigations could include
participation from altruistic donors. Although cantly LDLT at the SLTU requires that
the donor and recipient have a pre-existing refatip, the Human Tissue (Scotland)
Act (2006) paved the way for a stranger to anonysthodonate a kidney to a patient on
the transplant waiting list. Since the introductafrthe Act, the renal transplant unit at
the RIE have conducted 5 altruistic living kidneyndtions (unpublished data) and 15
were conducted in the UK between 2008 and 2009 (Bld8d and Transplant, 2009).
Although the physical outcome for altruistic donsh®uld be similar to that for known
donors, the psychosocial impact of donating tagoeiving from, someone you do not
know and never meet requires further investigafidns to continue to be an accepted

way to increase the supply of kidneys. The prodectif donors is paramount and
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continuation of altruistic donation requires thedéor psychological investigations of

the LDKT experience with this population.

9.10 Limitations

When this thesis was originally planned its mam aias to evaluate the recipients and
donors who enlisted on the new Scottish LDLT progree. However, the very small
number of participants who have thus far compléted_DLT procedure in Scotland
subsequently altered the structure of the thessple being an obvious limitation to
the main aim, the low uptake is an outcome infizet has resulted in informative,

novel research.

The very slow uptake of the LDLT procedure alsatién the study described in
Chapter 3 (Attitudes to LDLT) as the assessmeangfchanges in attitude towards
LDLT by the general public and General Practitien@ver time was subsequently
postponed. It was anticipated that two years falhgvthe introduction of LDLT in
Scotland would be sufficient to repeat the study assess any attitudinal changes as a
result of LDLT publicity. However, the decision wade to postpone this part of the
research until LDLT activity increased in ScotlaAd.this did not occur within the time

frame of the thesis, the second part of this spesitidy was not achieved.

Chapter 8 (The impact of LDKT) highlighted furtHenitations with regards to sample
size and time constraints as not all participaotegeted LDKT in time to allow
evaluation post LDKT, and the maximum post LDKT leraion of 6 months limited
interpretation of the results (Chapter 8: The impdd DKT). In addition, a further
limitation highlighted in the LDKT study was the asire of iliness perceptions, a
problem also referred to in Chapters 6 (Scotlaficss LDLT). Inclusion of the IPQ-R
was originally conceptualised as an integral pathe study, but it became evident that

the wording of the items posed difficulties for th@pulation being researched and it
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was subsequently withdrawn from analysis. The asthbthe IPQ-R have advocated
the adaptation of the scale to coincide with thmeds being investigated, but despite
much deliberation over the specific wording to Bediit would appear that the choices
of “My condition following the donor operation...” drfMy kidney/liver condition

since the transplant...” were problematic, causimgpthrticipants confusion over the
intended meaning (Moss-Morris et al, 2002). Inagpect, a pilot run of the measure
could have been administered with a sample of kicdmel liver recipients, and kidney

donors, to assess the validity of the amended measior to use in the main studies.

9.11 Conclusion

Data collection for this thesis was completed irv&lober 2009 and at that time, three
and a half years after the programme commencechuimder of LDLT procedures
conducted at the SLTU remained at one. Since LDBS imtroduced at the SLTU, liver
transplant units in Birmingham and Leeds have déseloped a LDLT programme, but
as far as the author is aware no psychologicabrebas ongoing or planned in either
unit. This thesis therefore represents the firstfiwnal and psychological investigation
of LDLT donors and recipients within the UK. Accord to published statistics, as of
March 2009, Leeds had performed five LDLT operatiand Birmingham one,
although it is unclear how many were adult to aguticedures and details of donor and

recipient outcomes are not yet publicly availaiNel§ Blood and Transplant, 2009).

It is the belief of the author that, as has regdoglen suggested, there is great need for a
central, National transplant registry that includesumentation of LDLT procedures,
with short and long-term outcomes for living livawnors (Rudge, 2009). The results of
this thesis would strongly advocate the inclusibpsychological measures within such

a registry. Only by collating data from all activBLT programmes, both NHS and

privately funded, using consistent measures anartieg techniques, can a true
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estimation of physical and psychosocial risk antt@me be established and monitored,
realistic expectations provided, and the overd#tyaof donors prioritised. The Adult-
to-Adult Living Donor Liver Transplantation (A2ALLgohort study established in the
USA is perhaps an example of that required in tKe whereby data from numerous
transplant centres are collated, contributing toospective and prospective studies, and
providing donors and recipients with precise infatimn about the risks and benefits
involved (Ghobrial et al, 2008). It is not knownvihonuch psychological data is
collected within the A2ALL study but publications date would suggest it is minimal,

and yet should be included if the overall safetgafors is to be optimised.

9.12 What does this thesis add?
1. This thesis was the first to establish supporttierScottish general public towards
the introduction of LDLT, as an option for thosetbe transplant waiting list

(Chapter 3: Attitudes towards LDLT).

2. This thesis highlighted a difficulty with the undtanding of risk by the general

public (Chapter 3: Attitudes towards LDLT).

3. For the first time, the views of patients who h&adsen not to pursue LDLT were
sought and an enhanced understanding of why trsgheacase was achieved.
Despite a risk of personal mortality, for patieotsthe liver transplant waiting list,
the possibility of a life-saving procedure withigtnrisk to a family member is not

a readily acceptable treatment option (Chapterofisi@lering LDLT).

4. Many patients wrongly perceive LDLT to be a lassgble option. This result was
fed back to the staff at the SLTU and it was sutgggkthat the prerequisites for
LDLT (e.g. time to assess donor suitability, anel thlatively good health of the

recipient) should be made more explicit to patié@isapter 4. Considering LDLT).
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5. The views of family members in their role as potrdonors were also sought for
the first time and the difficult position they encier when LDLT is an option was
highlighted. Whilst motivated to save their lovetet life, the practical and
personal implications of donating have to be cagrad (Chapter 4: Considering

LDLT).

6. This thesis was also the first to interview medgtalf involved in the Scottish
LDLT programme about their views on the slow uptakée procedure. As a
result, the risk to the donor, as a deterrent th Thas been put into a wider
context. Interviewed staff believe deceased donas preferential due to the
elimination of donor risk, and with a reduced pered need for LDLT, the unit
have advocated a conservative approach to its gromas an option for patients.
Reluctance to accept a donation from a donor frgqmuager generation, patients
optimism that a deceased donation will be receiaad,the poor health of potential
donors have additionally impacted the slow uptakida® procedure (Chapter 5:

Views of medical staff).

7. This thesis provides the first quantitative remmrtthe functional, cognitive and
psychosocial outcome of living donation in Scotlaawld is the first report of the

procedure as provided on the UK NHS (Chapter 6tl&cd's first LDLT).

8. This thesis provides the first qualitative reparttbe experience of living donation
within Scotland, and is the first report of the expnce as provided on the UK NHS

(Chapter 6: Scotland'’s first LDLT).

9. This study was the first to consider the impaanessage framing upon living
organ donation and results have implications ferganeralisation of framing

theories. The influence of message framing on thenption of living donation is
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not comparable across LDLT and LDKT. Whilst a gaaime message increased the
likelihood of a person donating a kidney, whenvaridonation was proposed, there

was no significant effect for frame. (Chapter 7phut of LDKT).

10.LDLT and LDKT donors experience some functional asgichosocial deterioration
at 6 weeks post donation but largely recover byo@itims post donation. These
results add to the current, limited psychologidarature on living donation

(Chapter 6: Scotland’s first LDLT and Chapter 8phuat of LDKT).

11.With regards to LDKT, the anticipated benefit toipgents may not be quantifiable

until after 6 months post operation (Chapter 8:dotmf LDKT).
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Appendix 1: Glossary of Terms

Altruistic donations

This is when a living person donates an organ drgdan organ to a patient awaiting a
transplant. The donor and the recipient are, andhirg, complete strangers. The Human
Tissue Act 2004 / (Scotland) 2006 removed soméaefestrictions that previously
prevented organ donation between strangers.

Cold Ischemic/ Ischemia Time

This term generally refers to the amount of timeveen the removal of an organ from
a donor to the time it is transplanted into thepieat. A short ischemic time is better
for the condition of the organ.

Deceased / cadaveric donation

This is when an organ provided for transplant i&wied from an individual following
their death. It is also referred to as a cadawdi@ation. Deceased donation can be
classified into two groups distinguished by cauiséeath: heart beating and non heart
beating.

Donor Advocate Team (DAT)

The DAT at consists of a consultant physician, @sattant psychiatrist, a transplant
social worker and a transplant coordinator. Thanmppse is to protect the welfare of the
potential donor by establishing that the donoull/finformed and understands the
procedure and the risks involved, is psychologycsliitable to donate, and is free from
coercion. The members of the DAT are not involvethie care of the recipient
therefore can put the needs of the potential dbrstr The DAT advises the transplant
team as to whether or not the potential donor cahshould be accepted as a donor
(Unpublished protocol).

Heart beating donation

This is a deceased donation whereby the donordws dertified brain stem dead. All
brain activity has ceased and a machine is theraelgns by which the heart continues
to beat. When the machine is switched off the he&tafis beating and the organs are
removed for transplant immediately. As blood wasvpted to the organs up to the
point of their removal the quality of the organpisserved ready for transplant (Ridley,
Bonner, Bray, Falvey, Mackay, Manara et al, 2005).

Marginal livers

Livers that are not in perfect condition and arhigh risk of poor function are accepted
for transplant. Such livers can include split Iv@and livers from non-heart beating
donors but also livers from older donors (above&érs of age), or from donors with a
known disease. It was previously felt that suckrswvere not suitable for
transplantation but research indicates good reauntigherefore marginal livers are now
being accepted for appropriate patients (Attiay&5i& Mirza, 2008).

Model for End-Stage Liver Disease (MELD) score

The MELD score provides an indication of the seyesf a patients’ liver disease and
can predict the likelihood of 3 month survival vath a liver transplant. The score
ranges from 6 to 40 with a higher score meaningdrigriority for transplant. The
score is calculated using objective clinical measuserum creatinine level, serum

271



bilirubin level, and international normalised ratiblR) of prothrombin time (Wiesner,
Edwards, Freeman, Harper, Kim, Kamath et al, 2088¢h measures consider
impairment in kidney functioning, the liver’s alylito produce bile, and the liver’s
production of blood clotting factors respectively.

Non-heart beating donation

This is a deceased donation whereby the donordes deeclared dead as a result of a
cardiac arrest. A heart beat cannot be reinstateel.organs must be removed within a
certain time frame from the point of death so asrtsure the quality of the organs for
transplantation. The quality of the organ is akedby the duration without blood flow
therefore since the legalisation of “brain-stemtd&deart beating donations have
become the preferable source of organs. Howevearheart beating donation is being
utilised again in light of the shortage of donategans (Ridley et al, 2005).

Northern Liver Alliance

The Northern Liver Alliance is a network involvitiger transplant units in Edinburgh,
Leeds and Newcastle. The three units work togethehat a patient in need of a liver
transplant in any of the three units, whose coodits considered “top band” (i.e.
MELD score of 25 or greater) gets first choice ofoagan retrieved from either of the
three centres. The alliance increases the dondrf@oparticularly ill patients within
the three centres.

Organ Donation Taskforce

A team of medical professionals, along with memloéithe general public and media,
established in 2006 for the purpose of identifyiing barriers and facilitators to organ
donation. A systematic review conducted by theftask highlighted three main
barriers requiring changes: donor identificatiod agferral, donor co-ordination, and
donors organ retrieval processes (Organ Donatiskfoece, 2008).

Presumed consent

This denotes a system whereby organ donation fallgweath would occur for every
individual unless they had, during life, registetiedir refusal for this process.
Presumed consent is also referred to as an “oysteém”. Presently, within the UK an
“opt in system” is employed whereby individuals whish to donate following death
must indicate this preference by joining the NH&aor donor register. Consent for
organ removal is not presumed. A change to theentitdK system, towards presumed
consent, has been advocated as a way to increaseitiber of deceased donations but
the merits of a change continue to be debatedlitigaband public spheres (Rithalia,
McDaid, Suekarran, Myers, & Sowden, 2009).

Split liver donation

This is a deceased donation whereby the liversseadited to allow the left lobe to be
donated to a child, or small adult recipient, dmellarger right lobe to an adult recipient
(Neuberger & Gimson, 2007).
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Appendix 2: Leventhal’s Self Regulation Model (SRM)

Cognitive representation of

health threat / illness

A

STAGE 1 STAGE 2 STAGE 3
Interpretation Coping < > Appraisal
strategies

v

Emotional response to

health threat / illness
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Appendix 3: The Short Form 36 (Physical functioningdomain) (SF36)

The following questions are about activities yogimido during a typical day.
Doesyour health now limit you in these activities? If so, how much?
Please circle one number on each line.

Yes, limited | Yes, limited .N(.)’ not
: limited at
a lot a little
all
Vigorous activities, such as running, lifting
1. | heavy objects, participating in strenuous 1 2 3
sports
Moderate activities, such as moving a table
2. | pushing a vacuum cleaner, bowling or playing 2 3
golf
3. | Lifting or carrying groceries 1 2 3
4. | Climbing several flights of stairs 1 2 3
5. | Climbing one flight of stairs 1 2 3
6. | Bending, kneeling or stooping 1 2 3
7. | Walking more than one mile 1 2 3
8. | Walking half a mile 1 2 3
9. | Walking one hundred yards 1 2 3
10. | Bathing or dressing yourself 1 2 3
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Appendix 4: Functional Limitations Profile (FLP)

When reading each of the following statements tloihourselftoday and consider if the
statement describes yddnly tick the box if (a) you agree with the statemet AND, (b)
you feel it is due to the state of your health.

today. Only tick the box if you agree with the statemamid it is due to the state of your
health.

11.| I spend shorter periods of time on my hobbies aadeation.

12.| 1 go out less often to enjoy myself.

I am cutting down on some of my usual inactive ipaess; for example, | watch
13.| TV less, play cards less, or read less.

I am not doing any of my usual inactive pastimes;eikample, | do not watch
14.| TV, play cards, or read.

15. | I am doing more inactive pastimes instead of mgotisual activities.

16. | | take part in fewer community activities.

| am cutting down on some of my usual physicaleation or more active

17. .
pastimes.

18.| I am not doing any of my usual physical recreabomore active pastimes.

Mobility : These next statements describe how you get @beuiouse and outside. Only tick
the box if you agree with the statemeantd it is due to the state of your health.
1. | I only get about in one building.
2. | I stay in one room.
3. | I stay in bed more.
4. | | stay in bed most of the time.
5. | I do not use public transport now.
6. | | stay at home most of the time.
7. | lonly go out if there is a lavatory nearby.
8. | I do not go into town.
9. | l only stay away from home for short periods.
10 | do not get about in the dark or in places thatraot lit unless | have someone {o
"| help.
Recreation and pastime The following statements describe the activities usually do in
your spare time, for relaxation, entertainmentust {o pass the time. Again, think of yourself
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Alertness These statements describe your general alertogag. Only tick the box if you
agree with the statemeiaind it is due to the state of your health.

19.| I am confused and start to do more than one thiagtiane.

I have more minor accidents; for example, | drapgds, | trip and fall, or | bump

20. into things.

21.| I react slowly to things that are said or done.

22.| I do not finish things I start.

I have difficulty reasoning and solving problems; €xample, making plans,

23. making decisions, or learning new things. -
24, I sometimes_g_et confused; for example, | do novkmdnere | am, who is around,

or what day it is.
o5 | forget a lot; for example, things that happenecently, where | put things, or tp ]

keep appointments.

26.| | do not keep my attention on any activity for long

27.| I make more mistakes than usual.

28. | I have difficulty doing things which involve thougand concentration.

Ambulation: The following statements describe walking and afsgtairs. Remember, think
of yourselftoday. Only tick the box if you agree with the statememd if it is due to the
state of your health

29. | I walk shorter distances or often stop for a rest.

30. | I do not walk up or down hills.

31.| I only use stairs with a physical aid; for exampldyandrail, stick or crutches.

32.| I only go up and down stairs with assistance fromabody else.

33.| | get about in a wheelchair.

34.| 1 do not walk at all.

I walk by myself but with some difficulty; for exate, | limp, wobble, stumble

35. or | have a stiff leg.

36. | I only walk with help from somebody else.

| go up and down stairs more slowly; for example step at a time or | often

37. have to stop.

38. | | do not use stairs at all.

| get about only by using a walking frame, crutctetgk, walls, or hold onto

39. furniture.

40. | I walk more slowly.
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Appendix 5: lliness Perception Questionnaire — Resed (IPQ-R) (Donor post
transplant version)

Strongl Neither Strong|
di gy Disagree| agree nor| Agree gy
Isagree di agree
Isagree
1 My condition following the donor operation
will last a short time.
My condition following the donor operation |s
2 |,
likely to be permanent rather than temporaty.
3 My condition following the donor operation
will last for a long time.
4 This condition following the donor operation
will pass quickly.
| expect to have this condition following the
5 ! .
donor operation for the rest of my life.
6 My condition following the donor operation |s
a serious condition.
7 My condition following the donor operation
has major consequences on my life.
My condition following the donor operation
8 )
does not have much effect on my life.
9 My condition following the donor operation
strongly affects the way others see me.
10 My condition following the donor operation
has serious financial consequences.
My condition following the donor operation
11 | causes difficulties for those who are close to
me.
12 There is a lot which I can do to control my
symptoms.
What | do can determine whether my
13 | condition following the donor operation gets
better or worse.
14 The course of my condition following the
donor operation depends on me.
Nothing | do will affect my condition
15 . .
following the donor operation.
| have the power to influence my condition
16 . .
following the donor operation.
My actions will have no affect on the
17 | outcome of my condition following the dongr
operation.
18 My condition following the donor operation

will improve in time.
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Strongly
disagree

Disagree

Neither
agree nor
disagree

Agree

Strongly
agree

19

There is very little that can be done to
improve my condition following the donor
operation.

20

My treatment will be effective in curing my
condition following the donor operation.

21

The negative effects of my condition
following the donor operation can be
prevented (avoided) by my treatment.

22

My treatment can control my condition
following the donor operation

23

There is nothing which can help my conditi
following the donor operation.

bn

24

The symptoms of my condition following the
donor operation are puzzling to me.

1%

25

My condition following the donor operation
a mystery to me.

26

| don’'t understand my condition following th
donor operation.

27

My condition following the donor operation
doesn’t make any sense to me.

28

| have a clear picture or understanding of n
condition following the donor operation.

Yy

29

The symptoms of my condition following the
donor operation change a great deal from d
to day.

v

vl

ay

30

My symptoms come and go in cycles.

31

My condition following the donor operation
very unpredictable.

32

I go through cycles in which my condition
following the donor operation gets better ar
worse.

33

| get depressed when I think about my
condition following the donor operation.

34

When | think about my condition following
the donor operation | get upset.

35

My condition following the donor operation
makes me feel angry.

36

My condition following the donor operation
does not worry me.

37

Having this condition following the donor
operation makes me feel anxious.

38

My condition following the donor operation

makes me feel afraid.
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Appendix 6: Recovery Locus of Control (RLOC)

These are statements other people have made &leautsicovery following organ donation.
Please will you indicate the extent to which youeagor disagree with each statement in the
right-hand columns.
Please respond to each statement with regangsutorecovery following your liver
donation operation.

Strongly Agree Uncertain Disagree S_trongly
agree disagree

How | manage in the future depends
on me, not on what other people can
do for me.

It's often best just to wait and see
what happens.

It's what | do to help myself that's
really going to make all the
difference.

My own efforts are not very
important, my recovery really
depends on others.

It's up to me to make sure that |
make the best recovery possible
under the circumstances.

My own contribution to my
recovery doesn’t amount to much.

Getting better now is a matter of my
own determination rather than
anything else.

| have little or no control over my
progress from now on.

It doesn’t matter how much help
you get, in the end it's your own
efforts that count.
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Appendix 7: Visual Analogue Scales (VAS) (Donor po®peration version)

Please read each of the following questions anidatel on the scale provided where youy
views lie by marking the line with a cross e.g.

Not at \/ An extreme
all A amount

1. Has your relationship with the recipient imprdvellowing donation?

Not at An extreme
all amount

2. Has donation had an adverse affect on yourioakttip with the recipient?

Not at An extreme
all amount

3. Has your relationship with other family membgishds improved since the donation
of part of your liver?

Not at An extreme
all amount

4. Has the donation of part of your liver had aweade affect on your relationship with
other family members and friends?

Not at An extreme
all amount

5. Have you suffered any financial loss due todbeation of part of your liver?

Not at An extreme
all amount

6. Do you experience discomfort from the scar fwil liver donation?

Not at An extreme
all amount

7. Do you worry about the remaining part of yowei?

Not at An extreme
all amount

8. If it were possible, would you donate part ofiybver again?

Definitely Definitely
No Yes
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Appendix 8: World Health Organisation Quality of Life Scale — Bref (WHOQOL-

BREF)

This questionnaire asks how you feel about youtityuaf life, health, or other areas of your lifelease answer all
the questions. If you are unsure about which respdm give to a question, please choose the oheppaars most

appropriate. This can often be your first response.

Please keep in mind your standards, hopes, pleaanteconcerns. We ask that you think about yfeiidithe last
two weeks. For example, thinking about the last weeks, a question might ask whether or not yoLyfee have

received the support from others that you need.

You should circle the number that best fits how msapport you got from others over the past twokse8o

you would circle the number 4 if you got a greadlds support from others as follows:

Notatall | Not much| Moderately| igreatdeal| Completely
Do you get the kind of support from
others that you need? 1 2 3 4 5

You would circle number 1 if you did not get anytlé support that you needed from others in thethes

weeks.

Now please read each question, assess your fegind<ircle the number on the scale for each mresiat gives

the best answer for you.

Neither
Very poor Poor poor nor Good Very good
good
L I_—|ow would you rate your quality of 1 2 3 4 5
life?
Neither
Very . - satisfied - Very
Dissatisfied Dl nor Sty satisfied
dissatisfied
2 | How satisfied are you with your health? 1 2 3 4 5

The following questions ask about how much you texmerienced certain things in the last two weeks.

environment?

Not at all A little A moderate Very much An extreme
amount amount
To what extent do you feel that
3 | (physical) pain prevents you from doing 1 2 3 4 5
what you need to do?
How much do you need any medical
L A 1 2 3 4 5
treatment to function in your daily life~
How much do you enjoy life? 1 2 3 4 5
To what extent do you feel your life to 1 2 3 4 5
be meaningful?
Not at all A little A moderate Very much | Extremely
amount
How well are you able to concentrate? 1 2 3 4 5
How safe do you feel in your daily lifep 1 2 3 4 5
How healthy is your physical 1 2 3 4 5
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The following questions ask about how completely gaperience or were able to do certain thingbénlast two

weeks.
Not at all A little Moderately Mostly Completely
10 Do you haye enough energy for 1 > 3 4 5
everyday life?
n Are you able to accept your bodily 1 > 3 4 5
appearance?
., | Have you enough money to meet your 1 5 3 4 5
needs?
How available to you is the information
1 that you need in your day-to-day life? 1 2 3 4 5
14 To what extent dp you hayg .the 1 5 3 4 5
opportunity for leisure activities?
Neither
Very poor Poor poor nor Good Very good
good
15 | How well are you able to get around? 1 2 3 4 5

The following questions ask you to say how goodatisfied you have felt about various aspects aflife over

the last two weeks.

Neither
Very : o satisfied rr Very
dissatisfied DIEERIEIEE nor SElsies satisfied
dissatisfied

16 | How satisfied are you with your sleep[? 1 2 3 4 5

17 How satisfied are you_thh your _gb|||ty 1 5 3 4 5
to perform your daily living activities?

18 How s_at|sf|ed are you with your 1 > 3 4 5
capacity for work?

19 | How satisfied are you with yourself? 1 2 3 4 5

20 How satisfied are you with your 1 > 3 4 5
personal relationships?

o1 I_—|ow satisfied are you with your sex 1 5 3 4 5
life?

- How satisfied are you with the support 1 5 3 4 5
you get from your friends?

»3 How _s_atlsfled are you with the 1 > 3 4 5
conditions of your living place?

” How satlsfled.are you with your access 1 5 3 4 5
to health services?

- How satisfied are you with your 1 > 3 4 5
transport?

The following question refers to how often you héel or experienced certain things in the last timeeks.

Never Seldom Quite often Very often Always

How often do you have negative

26 | feelings such as blue mood, despair, 1 2 3 4 5

anxiety, depression?

282




Appendix 9: Life Orientation Test Revised (LOTR)

Please be as honest and accurate as you can tbudugly not to let your response to

There are no “correct” or “incorrect” answers. Amswaccording to your own feelings,

Please tick the box that best represents your answe

one statement influence your responses to othemséamts.

rather than how you think “most people” would answe

Neither
agree
Strongly nor Strongly
disagree| Disagree disagree | Agree agree
1 In uncertain times, | usually expect the
" | best.
2. | It's easy for me to relax.
3 If something can go wrong for me, it
© L will.
4. | I'm always optimistic about the future.
5. | I enjoy my friends a lot.
6. | It'simportant for me to keep busy.
E | hardly ever expect things to go my
T way.
8. | I don’t get upset too easily.
9 | rarely count on good things happening
" | to me.
10 Overall, I expect more good things to

happen to me than bad.
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Appendix 10: Generalised Self Efficacy Scale (GSES)

Please tick the box that best represents your angihease be as honest and accurate

you can throughout. Try not to let your responserte statement influence your
responses to other statements.

as

true

true

true

Answer according to your own feelingather than how you think “most people” would
answer.
Not at all Hardly Moderately| Exactly

true

~t

| can always manage to solve difficu

1. :
problems if | try hard enough.
9 If someone opposes me, | can find the
" | means and ways to get what | want.
3 It is easy for me to stick to my aims
" | and accomplish my goals.
| am confident that | could deal
4, - :
efficiently with unexpected events.
5 Thanks to my resourcefulness, | know
" | how to handle unforeseen situations|
5 | can solve most problems if | invest
" | the necessary effort.
| can remain calm when facing
7. | difficulties because | can rely on my
coping abilities.
8 When | am confronted with a problem,
"~ | I can usually find several solutions.
9 If I am in trouble, | can usually think
| of a solution.
10 | can usually handle whatever comes

my way.
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Appendix 11: Hospital Anxiety and Depression Scal@HADs)

Please read each item and tick the box that cofossst to how you have been feeling ip
the past week. Don’t take too long over your repligur immediate response to each item
will probably be more accurate than a long thoumhtrespons

1. Ifeel tense or ‘wound up’: 8. Ifeel asif | am slowed down:
Most of the time Nearly all the time
A lot of the time Very often
From time to time, occasionally Sometimes
Not at all Not at all
2. | still enjoy the things | used to enjoy: 9.get a sort of frightened feeling like
‘butterflies in the stomach’:
Definitely as much Not at all
Not quite so much Occasionally
Only a little Quite often
Hardly at all Very often

3. | geta sort of frightened feeling as if somethjh@. | have lost interest in my appearance:
awful is about to happen:

Very definitely and quite badly Definitely

Yes, but not too badly | don't take as mucteaas | should
A little, but it doesn’t worry me I may not &kjuite as much care
Not at all | take just as much care as ever

4. | can laugh and see the funny side of things]11. | feel restless as if | have to be on the move:

As much as | always could Very much indeed
Not quite so much now Quite a lot
Definitely not so much now Not very much

Not at all Not at all

5. Worrying thoughts go through my mind: 12. 1 look forward with enjoyment to things:

A great deal of the time A much as ever | did
A lot of the time Rather less than | used to
From time to time but not too often Definitédgs than | used to
Only occasionally Hardly at all
6. |feel cheerful: 13. 1 get sudden feelings of panic:
Not at all Very often indeed
Not often Quite often
Sometimes Not very often
Most of the time Not at all
7. | can sit at ease and feel relaxed: [1¢an enjoy a good book or radio or TV
programme:
Definitely Often
Usually Sometimes
Not often Not often
Not at all Very seldom
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Appendix 12: Example of story used in Rivermead Bedvioural Memory Test
(RBMT)

Story Immediate:
| am going to read you a passage of about fivexdirges. Listen carefully, and when |
have finished, tell me back as much as you canmdree Ready?

Mr Brian / Kelly, / a Security Express employeedsashot dead / on
Monday / during a bank raid / in Brighton. / Theifeaiders / all wore
masks / and one carried / a sawn off / shotguoli¢€detectives / were
sifting through / eye-witness accounts / last niglt police spokesman
said / “He was a very brave man. / He went foe/dhmed raider / and put
up a hell of a fight”.

Now tell me back as much of the story as you can.

Story Delayed:
Do you remember that story | read to you earliex®uld like to know how much of it
you can remember now. Tell me as much as you can.

[If the subject cannot remember anything aboutdiioey then provide a cue — say “It

started off, Mr Brian Kelly, a Security Express dogpe..... If subject needs cue
deduct 1 point from total.]
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Appendix 13: Example of Information Sheet sent to @s (Chapter 3)

NH
N, e’

Lothian

Room *kkkk

Edinburgh Royal Infirmary
51 Little France Crescent
Old Dalkeith Road
Edinburgh EH16 4SA

Dear

Attitudes to Living Donor Liver Transplantation in
Scotland

You are being invited to take part in the aboveaesh project. This study has been
developed in order to look into the views of the@tsh population with regards to
live liver donations. Before you decide whethenot to take part in this survey and
fill out the enclosed questionnaire, it is impottéor you to understand why the
research is being done and what it will involveed2le take time to read the following
information carefully.

What is the purpose of this study?

In the UK liver transplants are carried out usingrs donated from people who have
died. This is an essential operation for many pespffering from severe liver disease
but too few livers are donated for transplant. fiyoaind overcome this problem, many
countries have introduced a new programme calleohdtiDonor Liver

Transplantation (LDLT). Within this type of programe a family member may be able
to donate up to 60% of their liver to a loved onthwevere liver disease. In 2006,
Edinburgh Royal infirmary will be the first trangyit unit in the UK to offer LDLT

with adults. We are interested in finding out hdw@ Scottish population feel about
this new development. A short questionnaire has blesigned for this purpose.

Why have | been chosen?

Within this study we hope to obtain the views ofieas groups of people involved in
the area of transplantation. As you are a Geneeattiloner working in Scotland we
are particularly interested in obtaining your views

Do | have to take part?

It is entirely up to you whether you take parthrststudy or not. If you do decide to
take part you are reminded that your participatsovoluntary and therefore you are
under no obligation to return the completed questaire.
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What will happen to me if | decide to take part?

Enclosed is a short questionnaire. We would beefirbif you could read the questions
and note your response to each one by ticking dxehmt best represents your answer.
Completed forms should be returned in the stamgddeased envelope provided with
this letter. It is anticipated that the questionaavill take approximately 10 minutes to
complete.

What if something goes wrong?

We do not anticipate any problems occurring wheun participate in this study.
However, if you have any complaints with regardth®study please contact the
research assistant, Lesley McGregor, on 0131 ***gr
lesley.mcgregor@**** ****,

Will my taking part be kept confidential?

Confidentiality is an important feature of this@yuand therefore we can assure you
that the information you provide will be for therpase of this research only.
Completed questionnaires will be kept anonymous.

What will happen to the results of the research sidy?

The results of this research study will be publishremedical literature. As responses
to the questionnaire will be anonymous, it willibgossible for results from
individual participants to be identified.

Who has reviewed this study?
This study has been reviewed by Lothian Researsit€£Committee.

Further information
If you wish any further information on the studg@$e contact either of the following
persons:

Prof. Peter Hayes Prof. Ronan O’Carroll
0131 *kk kkkk 01786 *kk kkkk

If you would like to speak to someone entirely ipeledent of the study, you can
contact Dr K. Simpson on Q131 *** ****

| thank you in advance for your time and if youidedo take part, | look forward to
receiving your completed questionnaire by ti{eay and date).

Kind regards,

Lesley McGregor
(Research assistant)
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Appendix 14: Example of Information Sheet sent to &ients (Chapter 4)

UNIVERSITY OF

) STIRLING

Department of Psychology
University of Stirling
Stirling

FK9 4LA

Attitudes towards the Living Donor Liver Transplant ation
programme in Scotland

Dear *Potential participant (patient / recipient)

You are being invited to take part in the aboveaesh study. This study has been
developed by Stirling University in order to invgste what people think about the new
Living Donor Liver Transplantation (LDLT) programmaow available within the
Scottish Liver Transplant Unit (SLTU). We have wedkclosely with Maureen
Cunningham (transplant co-ordinator) and other mesbf the SLTU team to develop
this project. Before you decide whether or notaketpart in this study it is important

for you to understand why the research is beingezhout and what participation will
involve. Please take time to read the followingomfiation carefully.

What is the purpose of the study?

Since the T April 2006 the SLTU have been able to offer ceraatients on the liver
transplant waiting list the option of living livelonation. Information packs devised by
the transplant team to inform patients of thisrakiive treatment, are being distributed
to potentially suitable patients and their famili€se purpose of this research project is
to find out more about what people think of theomnfiation they have received, and
how this has influenced their decision regardinmg liver donation.

Why have | been chosen?

All patients on the liver transplant waiting lisherhave received a living donor liver
transplant information pack will be asked to paptite. The transplant co-ordinators at
the SLTU have agreed to inform us whenever a patiemently on the transplant
waiting list has been provided with in informatipack. A minimum of one month later
each patient is sent the letter of invitation @i are now reading.

Do | have to take part?

It is entirely up to you whether you take parthiststudy or not. We will telephone you
within the next few days to ask if you have madkeeaision regarding your
participation. If you decide to take part rememib@t your participation is voluntary
and that you are free to change your mind at ang without giving a reason.
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Will my taking part in this study be kept confidential?

We can assure you that the information you prowdlebe kept confidential. The
transplant team will ndbtave access to any of the information you prowide the data
will be used only for the purpose of this research.

What will happen to me if | take part?

Participation will involve a brief interview regand) your views on the Living Donor
Liver Transplantation programme. It is up to youetlter the interview is conducted
face-to-face with the research assistant, eitheénnvthe Edinburgh Royal Infirmary or
in your own home, or over the telephone. The ingevwvill last approximately 30
minutes. The research assistant will call you withie next few days to answer any
questions you may have. If you are happy to padiei in the study, the research
assistant will, during this telephone call, arramgin you a convenient date and time
for the interview to take place. Where approprigiteyr travel expenses will be paid.

What if | am unhappy with the study?

We do not anticipate any problems occurring wheun garticipate in this study.
However, if you do have any complaints with regaodthe study please contact Lesley
McGregor, research assistant on 0131 *** **** grlgsley.mcgregor@stir.ac.uk

What will happen to the results of the research stily?

The results of this research study may be publighedkedical and psychological
literature. All information obtained about partiaigs will of course be made
anonymous. The results of the study will be fedkltadhe transplant unit in general
terms such as 10% of people said this and 54%aylpdelt that. It will be impossible
for results from individual participants to be itiéied.

Who is organising and funding the research?
This study is organised by the University of Stigliand is funded by the Chief Scientist
Office.

Who has reviewed the study?
Lothian Research Ethics Committee has reviewedsthy.

Contact for further information.

If you would like further information regarding hstudy please feel free to contact
Professor Ronan O’Carroll, chief investigator agtstudy, on Q17** *** *** or at the
address at the top of the first page.

If you would prefer to speak to someone entiretlejpendent from the study, you can
contact Dr Rory O’Conner on Q1 7** #¥* ¥

| thank you for your time and we look forward teeaging with you in the next few
days.

Kind Regards,

Prof. Ronan O’Carroll Lesley McGregor
(Chief Investigator) (Research Assistant)
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Appendix 15: Interview schedule for patients (Chaper 4)

= How long have you been on the liver transplant iwgilist?

= How long had you been on the list when you weremgithe information pack on
LDLT?

= What were your first impressions of the LDLT infation pack?
Was the information clear and understandable?

= What would you say was the best thing about th&pathe worst thing about the
pack?

= How do you feel about the volume of informationegiwvithin the packs?

= Would you have preferred to have received the médion pack earlier in your
iliness or at a later stage?

= Was receiving the information pack from the traagsplnit the first you had heard of
LDLT?
If yes: what were your initial thoughts about LDupon receiving the
information pack?
If no: when did you first hear of LDLT?

= What were your initial thoughts on living liver dation?
» Has the information pack affected your views &2 all

= We've talked about the written information youexeived but has anyone from the
liver unit spoken to you about living liver donati®

Who provided the information?

Was the information clear and understandable?

= Have you been given the opportunity to ask question
If yes: What questions do you have/have you &sked
Have responses been given clearly? Hesponses been adequate?
If no: Why do you feel that is the case?
Do you have any questions concerniigdi liver donation? What are
they?

= Do you feel the staff from the transplant unit approachable?
Knowledgeable? Honest?

» |s living donation something that you are consialg?i
If yes: What factors are particularly importantyour decision making?
If no: Could you describe to me your reasons farwishing to pursue living
donation further?
What is it that is puts you off?
Any concerns about safety, complications, etc?
Concerned about risk to yourself or relative?
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Are you concerned that it is a new procedure?

» |s there anything you would change about the lidogor liver transplantation
programme available at the SLTU?

= If it were available, would you be interested inteveng a DVD or video of other
living liver donation recipients and/or donorsitall their stories?
What are your thoughts on that?

» |s there anything else you would like to say, abwirtg liver donation, that you feel
| have not touched upon?

Potential donor?

Do you know of any family member or friend who maad the LDLT information
booklet and perhaps considered being your dondi® miay have only been for a
second before deciding against it but | would liergsted in hearing their views about
the living liver donation programme set up at thd'S.

May | have your permission to approach them tothskn for their participation in this
study?

Do you have their contact details?
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Appendix 16: Interview schedule for potential donos (Chapter 4)

= How long has your relative been on the liver trdaspwaiting list?
= How long ago did your relative receive a liver splant?

= | believe your relative was provided with an infatmon pack specifically about
living donor liver transplantation, that is the ioptof a healthy family member
donating part of their liver to a loved one on weating list. Did you receive a pack
yourself or did you read the pack your relativeereed?

» Did you discuss the option of LDLT with your rela?
If Yes: What was the outcome of this discussion?
If No: Why was that?

» What were your first impressions of the LDLT infation pack?
Was the information clear/understandable?
What would you say was the best thing / worsgthimout the pack?
How do you feel about the volume of informatioregiwithin the packs?
Would you have preferred to have seen the paak atrlier or later stage?

= Was reading the information pack from the trandplauit the first you had heard of
LDLT?
If yes: What were your initial thoughts about LDLT?
If no: When did you first hear of LDLT?
What were your initial thoughts whem yiost heard that LDLT existed?
What affect has the information pacll ba your views?

= We've talked about the written information provideglthe transplant unit but did
anyone ever speak to you about the option of lilivey donation for your relative?
If yes: Tell me about that.
Who spoke to you?
Was the information clear/understandable?
If no: Why do you think that was?

= Were you / have you been given the opportunitystoquestions?
If yes: What questions did you have, if any?
If no: Why do you feel that was?
Do you have any questions regarding TDL
Do you feel the staff are approachable?

» Have you at any point considered becoming youtivels living liver donor?
If yes: What happened? What were/are the mairessgau were/are thinking
about when you were considering LDLT?
Did you speak to anyone at the traaspunit about it?
What was their response?
Have you requested a formal assesshyettiite transplant team?
If no: Could you tell me your reasons for notquing living donation?
What concerns do you have? - safety? complicg®igisk to you or
relative? Are you concerned that it's a new pihge in Scotland?
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= Given what you know of the living liver donationogiramme that is now available at
the Scottish liver transplant unit, is there anythyou would change about the LDLT
programme?

= If it were available would you have been interestedatching a DVD or video of
other living donation donors and patients tellingit stories?
What are your thoughts on that?

= |s there anything else you would like to tell m@atlLDLT programme? Any other
comments?
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Appendix 17: Example of Consent Form (Chapter 4)

@ﬁ@ UNIVERSITY OF
@9 | STIRLING \'ll:l-g

Lothian

CONSENT FORM

Attitudes towards the Living Donor Liver Transplant
programme in Scotland

Please tick
box

1. | confirm that | have read and understand the médron sheet
for the above study and have had the opportunigskoguestions-

2. lunderstand that my participation is voluntary #mak | am free
to withdraw at any time, without giving reason, avithout my
medical care or legal rights being affected.

3. lunderstand that there are no risks involved engarticipation of
this study and that I will not directly benefit froparticipation.

4. | agree to take part in the above study.

Name of Participant (in block Date Signature
capitals)

Research Assistant Date Signature
Researcher Date Signature
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Appendix 18: Example of Information Sheet sent to Mdical Staff (Chapter 5)

UNIVERSITY OF

) STIRLING

Department of Psychology
University of Stirling
Stirling, FK9 4LA

Living Donor Liver Transplantation: a qualitative s tudy with
medical staff at the Scottish Liver Transplant Unit

Dear

You are being invited to take part in the aboveeaesh study. This study has been
developed by Stirling University in order to invgste what medical professionals
involved in the area of liver transplant think abéle option of Living Donor Liver
Transplantation (LDLT). Before you decide whethenot to take part in this study it is
important for you to understand why the researchbaesg carried out and what
participation will involve. Please take time to dethe following information carefully.

What is the purpose of the study?

Since the T April 2006 the SLTU have been able to offer ceraatients on the liver
transplant waiting list the option of living donltiver transplantation. However, since
this time only one LDLT procedure has been condueatehe SLTU. We are interested
in finding out why this is. A previous study inviggited the views of patients with liver
disease and their families, with regards to theothiction of LDLT. We now wish to
ascertain the views of the medical professionalgolued in the area of liver
transplantation in order to establish a wider ust@erding of the reasons behind the
slow uptake of LDLT in Scotland.

Why have | been chosen?

As a professional involved in the area of livemgplantation at the SLTU, we are
interested in your personal opinions with regahasihtroduction and progress of LDLT
in Scotland.

What will happen to me if | take part?

Participation will involve a brief interview regangy your views regarding Living
Donor Liver Transplantation. The interview will lm®nducted within the Edinburgh
Royal Infirmary, either at the Clinical Researcttikty or in another appropriate room
within the liver unit. The interview will last apmximately 20-30 minutes. You are
asked to email the research assistant on lesleyemog®******. to inform her of your
decision to take part or not, and to put to her gugstions you may have regarding the
study. If you are happy to participate in the stutihe research assistant will arrange
with you a convenient date and time for the inwio take place. Where appropriate,
your travel expenses will be paid.
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Do | have to take part?

It is entirely up to you whether you take parthiststudy or not. If the research assistant
has not had a response from you within 5 daysRiewill email you to confirm your
wish to participate or not. If you do decide todgiart you are reminded that your
participation is voluntary and therefore you areefto change your mind at any time
without giving reason.

Will my taking part in this study be kept confidential?

We can assure you that the information you prowdebe kept confidential. The data

will be used only for the purpose of this reseaiidie interview will be recorded with a

digital voice recorder but the audio recording Wil deleted following transcription of

the interview. At the point of transcription, thatd will be anonymised through the use
of a personal identification (ID) number. Only thesearcher will know which names

and ID numbers correspond. Only group data willréggorted in future presentations
and publications of the results.

What if | am unhappy with the study?

We do not anticipate any problems occurring when yarticipate in this study.
However, if you do have any complaints with regaimishe study please contact the
research assistant, Lesley McGregor, on 0131 ***r at lesley.mcgregor@******
Alternatively, please contact the chief investigatBrofessor Ronan O’Carroll, on
01786 *** **** or at ronan.ocarroll@*******

What will happen to the results of the research sidy?

The results of this research study may be publishethedical and psychological

literature. All information obtained about partiaigs will of course be made

anonymous. The results of the study will be regbrtegeneral terms such as 10% of
people said this and 60% of people felt that. Il Wwe impossible for results from

individual participants to be identified.

Who is organising and funding the research?
This study is organised by the University of Stigliand is funded by the Chief Scientist
Office.

Who has reviewed the study?
Lothian Research Ethics Committee has reviewedsthisy.

Contact for further information.

If you would like further information regarding thistudy please feel free to contact
Professor Ronan O’Carroll, chief investigator oisthesearch project, on 01786 ***
*xkk - or at ronan.ocarroll@**** ***,

| thank you for your time and we look forward toesging with you in the next few
days.

Kind Regards,

Lesley McGregor
(Research Assistant)
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Appendix 19: Example of Consent Form (Chapter 5)

@E@ UNIVERSITY OF
@) | STIRLING \'ll-,l-g

Lothian
CONSENT FORM

Living Donor Liver Transplantation: a qualitative study
with medical staff at the Scottish Liver TransplantUnit

Please tick
box
1. | confirm that | have read and understand the mfiiion sheet for the above [ ]
study and have had the opportunity to ask questions

2. lunderstand that my participation is voluntary &émak | am free to withdraw
any time, without giving reason, and without my meaticare or legal rights
being affected.

3. lunderstand that there are no risks involved engarticipation of this study |:|
and that | will not directly benefit from participan.

4. 1agree to have my interview audio recorded. (]
5. |agree to take part in the above studly. (]
Name of Participant (in block Date Signature
capitals)
Research Assistant Date Signature
Chief Investigator Date Signature
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Appendix 20: Interview schedule for medical staff Chapter 5)

= When you heard that the SLTU had put in a bid wobee the first NHS hospital in
the UK to offer LDLT, how did you feel about it?
Prompts: Excited, proud, apprehensive? Did you a@re
Ethical and mocainsiderations?

= How do you feel about it now?

= What were your expectations for the new LDLT prognze at the SLTU?
Prompt: Within the first 6 months and within thestfiyear?

= Why, in your personal opinion, was the first LDL®trperformed until 21 months
after it became available?

= Why, in your personal opinion, has no other LDL®gedure been conducted at the
LDLT?

= What do you believe are the key concerns for ptien the transplant waiting list,
faced with the option of LDLT?

= How do you feel about those concerns?
= What do you believe are the key concerns for famigmbers, in their role as

potential donors?
How do you feel about those concerns?

» How do you feel about the risk to the donor?
Prompt: Long term and short term?
What level of riskthe donor do you feel is acceptable?

» Previous research has suggested that some paemnliving liver donation as a “last
option”. How do you feel about that?

= How do you feel about LDLT becoming available ihetparts of the UK?
= How do you see the future of LDLT in Scotland?
= How do you see the future of LDLT within the reftlee UK?

= In your personal opinion which is better, a decdasea living donation?
Prompt: Why?

= Other transplant centres in other countries haviepeed a number of LDLT
procedures. For example, Toronto in Canada, argtitdo conduct approximately
70 LDLT transplants a year. Why do you think thisrsuch a big difference between
these transplant units and the unit here in Scd#an
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Appendix 21: Flow chart of potential LDLT donors

April 2006 to April 2009

Potential donors given clinic
appointments

22 donors

If the potential donor has a compatible
blood group to the recipient then a clinic

of the assessment.

1 recipient died
2 declined before attending stage 1

Stage One

14 donors

Clinic review by consultant transplant
surgeon and coordinator including:
BMI checked €30)

Confirm donor/recipient relationship
Confirm recipient and family views
Discuss risks and benefits of living
donation

Medical investigations

1 refused to go further
5 turned down due to medical
complications/contraindications
1 recipient died
1 recipient received cadaveric transplant
1 in progress

l

Donor Advocate Team

5 donors

All 4 members of the DAT meet with the
potential donor to independently assess
their suitability to donate.

1 declined by DAT
1 recipient died
1 recipient received a cadaveric donation
1 medical contraindications appeared

!

Stage Two 1 donor
Further medical investigations l
Stage Three 1 donor

If the donor still wishes to continue they
are prepared for the donation operation
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Appendix 22: Example of Invitation sent to PotentidLiving Donor Liver

Transplantation (LDLT) Recipients (Chapter 6)

Lothian

Room *kkkk

Edinburgh Royal Infirmary
51 Little France Crescent
Old Dalkeith Road
Edinburgh EH16 4SA

Dear

The Assessment of Wellbeing Through the Living Doro

Liver Transplant Experience

You are being invited to take part in the aboveaesh study. This study has been
developed in order to investigate the impact ofrigvDonor Liver Transplantation
(LDLT) upon the lives of both recipients and donddsfore you decide whether or not
to take part in this study it is important for ylmuunderstand why the research is being
carried out and what participation will involve eBke take time to read the following
information carefully. If after reading this lettgou feel that certain areas have not been
made clear please feel free to contact us for nmboemation. We are only too happy to
answer any questions you may have whilst you censidur decision. Contact details
are given at the end of this letter.

What is the purpose of the study?

In the UK liver transplants are carried out usingis donated from people who have
died. However, not enough people wish to donate tingans when they die. As a
result, adults who require a liver transplant oftere a long wait before a suitable organ
is found. In an attempt to overcome this probldm, $cottish Liver Transplant Unit
(SLTU) has recently introduced an alternative tgaordonations from people who have
died. This new procedure is called Living Donorérivransplantation (LDLT).

LDLT allows a healthy family member to donate u®@%6 of their liver to a relative
with serious liver disease. Both the part of terdidonated and the part that remains in
the donor will each re-grow to its original sizeaipout one year.

LDLT with adults is a relatively new procedure. Geguently, more research needs to
be done in order to learn about the long-term maysind psychological effects of the
procedure upon both the donor and the recipierd.pitpose of this study is to
evaluate donors and recipients pre and post transb see how LDLT has affected
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their lives. Only through such research can doaatkrecipients be given the most
appropriate advice and support.

Why have | been chosen?

Within this study we hope to recruit all donors aadipients involved in the LDLT
programme at the SLTU. The transplant co-ordinatakse agreed to inform the
research assistant whenever a relative of a pexsoantly on the transplant waiting list
contacts them about becoming a donor. At this pguath the potential donor and
recipient are sent the letter of invitation thatyare now reading.

Do | have to take part?

It is entirely up to you whether you take parthiststudy or not. The research assistant
will telephone you within the next 7 days to asiafi have made a decision regarding
your participation. If you do decide to take pastiyare reminded that your participation
Is voluntary and therefore you are free to char@e ynind at any time without giving
reason.

What will happen to me if | take part?

Participation will involve being assessed by theesech assistant on a maximum of
three separate occasions. If you agree to takeymart first assessment will be carried
out within the next few weeks whilst your relatigebeing tested for donor suitability.
The test for suitability is carried out by the sptant team and is NOT in any way
influenced by your participation in this researcbject. If your relative is deemed
suitable and goes ahead with LDLT, you will be segsed by the research assistant 6
weeks and 6 months after the transplant operafigour relative is deemed unsuitable
for LDLT, you will be reassessed 6 weeks afterdbeision of unsuitability is made.

The research assistant will call you within thetriéxays to ask if you are happy to
participate in the study. If you do decide to tpket, the research assistant will, during
this call, arrange with you a convenient date @ame for your first assessment to take
place. All assessments will either be conductedeClinical Research Facility within
the Edinburgh Royal Infirmary or within your ownrhe and will last approximately 2
hours. Travel expenses will be paid. Prior to yiingt assessment the research assistant
will send you a consent form which you will be aglte read, sign and hand to the
research assistant when you meet.

Each assessment will follow a similar format. Tgibewith you will be asked to
complete simple, brief measures of: 1) memorynétia and concentration, 2) quality
of life, 3) anxiety and depression, 4) disabily,beliefs about illness and 6) family
relationships. This will take approximately 40 niesito complete. Short breaks can be
taken when required. After completion of the measuthe research assistant will
interview you about your views and beliefs regagdiDLT. The questions asked will
differ depending on whether it is your first, sedanr third assessment. Each interview
will be recorded and will last no longer than 1 hou

Shortly before your second and, if appropriategdthssessments are due, the research
assistant will call you to schedule another apmoénrtt. The process will follow a
similar format to the first assessment.

The following diagram illustrates the above infotioa regarding participation.
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Do you wish to
Participate?

Yes No
You will either come into You will not
the Clinical Research be contacted again.

Facility (CRF) at the
Edinburgh Royal Infirmary
or the research assistant
will visit you at home.
Measures will be
completed and a short
interview conducted.

Donor suitable
for LDLT?
(Decided by the
Transplant
team)

Yes No

You will be re-
assessed 6 weeks after
you are told of your
unsuitability for
LDLT.

You will be re-assessed at 6 weeks
and 6 months post LDLT transplant.
Measures will be completed and a
short interview conducted at each
assessment.

What if | am unhappy with the study?

We do not anticipate any problems occurring wheun participate in this study.
However, if you have any complaints with regardthstudy please contact Lesley
McGregor, research assistant on 0131 *** **** gr|lagley.mcgregor@*******
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Will my taking part in this study be kept confidential?

Confidentiality is an important feature of thiséguand therefore we can assure you that
the information you provide will be for the purpasfethis research study only. The
transplant team will not have access to any ofrtf@mation you provide during the
assessments.

What will happen to the results of the research stily?

The results of this research study will be publésiremedical and psychological
literature. All information obtained about partiaigs will of course be made
anonymous. It will be impossible for results frondividual participants to be
identified.

Who is organising and funding the research?
This study is funded by the Chief Scientist Office.

Who has reviewed the study?
Lothian Research Ethics Committee has reviewedsthisy.

Contact for further information.
If you would like further information regarding thstudy please feel free to contact:

Professor Ronan O’Carroll  Or Professor Peter Hayes
01786 *kk kkkk 0131 *kk kkkk

If you would prefer to speak to someone entiretlependent from the study, you can

contact Dr K. Simpson on Q131*** ****

| thank you for your time and we look forward teeaging with you in the next few
days.

Kind Regards,

Prof P.C. Hayes Lesley McGregor
(Principal Investigator) (Research Assistant)
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Appendix 23: Additional Consent Form used for Casé&tudy (Chapter 6)

NHS

Lothian
CONSENT FORM

Case Study: Psychological Functioning in Living Door

Liver Transplantation

Please
tick
box

1. 1 confirm that | have had discussed the future repg of my data and
have had the opportunity to ask questions. | wstded that material
may be published in medical scientific journal,d& and presented at
scientific conferences.

2. lunderstand that my participation is voluntary dmak | am free to
withdraw at any time, without giving reason, andhout my medical
care or legal rights being affected.

3. lunderstand that there are no risks involved engarticipation of this
study and that | will not directly benefit from parpation.

4. | understand that a pseudonym will be used instéaay real name
within the final report of this case study in afoefto try and retain
anonymity.

5. lunderstand that additional medical informationyrba retrieved from
my medical records if it is deemed relevant todage study report, but
will be treated confidentially.

Name of Participant (in block Date Signature
capitals)

Research Assistant Date Signature
Researcher Date Signature
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Appendix 24: Example of interview schedule for Livihg Donor Liver
Transplantation (LDLT) donor (pre operation)

Decision-making process

When did you first hear about Living Donor Liverahisplantation?
What was your first reaction?
What was situation with recipient?

At what point did you get in touch with the co-cdimators/the transplant unit about
becoming a donor?
What was their reaction?

Did you discuss your decision with your relativédse approaching the co-ordinators?
If yes: Who brought it up first?
How did they feel about it?
If no: What was the reason for that?
When you did discuss it, how was theesltgrought up?
How did they react?

How would you describe your relationship with yoelative?
Close? Get on? Always been this way?

If the transplant unit agree that you are suitém@onation, you would be one of the
first living liver donors in the UK. How do you feabout that?

Scared, proud, nervous

Why?

Reasons for donating

What do you know about your relative’s liver diseas
How long with condition?
Cause?
Symptoms?

Why do you want to become their liver donor?
Do you feel under any pressure or influence?

What do you think are the advantages of beingex ilonor?
What positive impact do you think it will haveyaur life?

What do you think are the disadvantages?
What negative impact do you think it will haveyor life?

Views of others

How do you think other people feel about you pdgdilecoming a liver donor?
What do family and friends think? What was the#&aten to the news?
What about your GP and the medical staff at thepital?
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(Do you have a job at the moment?) How does waurk feel about you possibly
becoming a donor?
If told: what was their reaction?
If not told: How do you think they will react tioet news?
Happy to give time off?

Has anyone else thought about donating to youtivela
If yes: What happened?
If no: Why do you think that is?

Satisfaction with hospital staff/processes
Have you met with the Donor Advocate Team yet?
If yes: What were your first impressions?
As expected?
If no: How do you feel about meeting the team?
What are your expectations of the meé&ting

How do you feel about the service you have beeargby the staff at the transplant unit
so far?

Supportive / encouraging?

Enough information about living donation, risks2t

Do you think the service could be improved in aray®

What about your relative? How do you feel they hbeen treated by the transplant
team?

Since diagnosed

Since you came forward as their potential donor

What if scenarios
It's possible that your relative’s body will rejegdur donated liver. They may require
another transplant. How do you feel about that?

Worried or untroubled?

Why?

It's also possible that your relative will not siwe the operation. How do you feel
about that?

Worried or untroubled?

Explain to me why this is.

It may be decided that you are not suitable foratiom. How would you feel about
that?

Disappointed or relieved?
Explain to me why this.is

Body Image
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I'd like to now touch upon the area of body imagéth all the tests you be going
through and the operation itself, your body is dtiole given a lot of attention. |
therefore want to know more about what you thin&uatand how you feel about your
body.

Describe to me how you feel about your body.
Tell me what you like about your body and why?
Tell me what you don’t like about your body ang/#wh

Do you think you look after your body? In what Way
What about exercise, watching what you eat, smokileghol intake, etc?
Has this always been the case?

Do you think how you feel about your body will clggnfollowing liver donation?
In what way?
Could you explain that to me?

Some people that I've talked to mention being vearabout the scar that they will have
following the donation operation. How do you febbat having a scar?
Tell me more about that?

How do you feel about having part of your body reeds?
What are your thoughts?

Anxieties/concerns
What concerns, if any, do you have?
For yourself - Surgery, risk of death and compiicas
Scar - What are your thoughts about the scar?
Pain
Your health with only part of a liver
Your employment
Your relative — Surgery,
Scar - What are your thoughts about the scar?
Pain
Rejection
Their health with only part of a liver
Their employment

How do you cope with these concerns?
Do you have someone to talk to?

Expectations
How would you describe your quality of life at tlmsesent time?
In what way is it good/fine/bad?

What do you imagine life will be like for you ateeks post transplant?

Back to normal? — Working, Socialising
Pain?
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What about at 6 months?
Back to normal? — Working, Socialising
Pain?

What do you think life will be like for your relat 6 weeks after the operation?
Back to how they were before illness?
Pain?

What about 6 months after the operation?
Back to how they were before illness?
Pain?

How do you think donating will affect your relatisimp with your relative?
Any change? Why?

What about your relationships with other family nbrs? - How do you think they

will be affected?
Any change? Why?

Extra
How do you feel about Living Donor Liver Transplanon in general?
Good idea, bad idea? Why?
Would you consider donation to a complete strang&n?anonymous donation?

If the situation were reversed, would you accelpteax donation from your family or
friends? Do you think donors should be paid forliher they give away?

Is there anything else that you'd like to mentibattyou feel hasn’'t been covered by the
questions I've asked?
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Appendix 25: Information Sheet and Consent Form folMessage Framing Study
(Chapter 7)

Participant Information Sheet and Consent Form

Why should | take part?

We are interested in the attitudes of the generaliptowards living organ donation.
Living donation is when a healthy family member dt@s an organ or part of an organ
to a loved one on the transplant waiting list. Véechto collect data from the student
population to allow us to compare the results witer study groups.

What will participation involve?

You will be asked to read a short vignette, desagila situation whereby living organ
donation is proposed as an option for a patienitangaa transplant. This will be
followed by a few questions relating to the vigaethd then more general questions
about you and organ donation. All questions wilblpswered on a likert type scale.

How long will participation take?
We estimate that participation will take approxieta20 minutes. Completion of this
study will result in you receiving 0.5 credits.

Will my participation be confidential?

The data you provide by completing this study Wwéltreated will full confidentiality.
When the results are written up for publicatiortadeom individual participants will
not be identifiable.

As an informed participant of this experiment, | understand that:

1. My participation is voluntary and | may cease tketpart in this experiment at
any time, without penalty.

2. | am aware of what my participation involves.

3. There are no risks involved in the participatioritto$ study, and that | will not
benefit directly from participation.

4. | am aware that any questions | have about theystiltlbe answered upon
emailing Im57 @******

| have read and understood the above, and giveenots participate:

Participant’s signature: Date:

Researcher’s signature: Date:
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Appendix 26: Example of Invitation Letter sent to Fotential Living Donor Kidney

Transplant (LDKT) Donors

Lothian

Room *kkkk

Edinburgh Royal Infirmary
51 Little France Crescent
Old Dalkeith Road
Edinburgh EH16 4SA

Dear

The Assessment of Wellbeing Through the Living Dorro
Kidney Transplant Experience

You are being invited to take part in the aboveaesh study. This study has been
developed in order to investigate the impact ofigvDonor Kidney Transplantation
(LDKT) upon the lives of both recipients and dondsfore you decide whether or not
to take part in this study it is important for ylmuunderstand why the research is being
carried out and what participation will involve eBke take time to read the following
information carefully. If after reading this lettgou feel that certain areas have not been
made clear please feel free to contact us for nmboemation. We are only too happy to
answer any questions you may have whilst you censidur decision. Contact details
are given at the end of this letter.

What is the purpose of the study?

For many people with kidney failure a kidney trdaspis the best treatment option.
Unfortunately, the number of kidneys available frdateased donors is not adequate.
Living Donor Kidney Transplantation is a surgicabgedure that allows a healthy
relative or close friend to donate one of theimiags to the person in need of a kidney
transplant. The purpose of this study is to evalkadney donors and recipients pre and
post transplant, to see how LDKT has affected tine2s. Only through such research
can donors and recipients continue to be givembst appropriate advice and support.

Why have | been chosen?

Within this study we hope to recruit all donors aadipients involved in the LDKT
programme at the Edinburgh Renal Transplant Uthie ffansplant co-ordinators have
agreed to inform the research assistant whenenatat@ve or friend of a person
currently on the transplant waiting list contat¢tsrh about becoming a donor. At this
point both the potential donor and recipient arg fee letter of invitation that you are
now reading.
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Do | have to take part?

It is entirely up to you whether you take parthrststudy or not. The research assistant
will telephone you within the next 7 days to asiafi have made a decision regarding
your participation. If you do decide to take pastiyare reminded that your participation
is voluntary and therefore you are free to charme ynind at any time without giving
reason.

What will happen to me if | take part?

Participation will involve being assessed by theesech assistant on a maximum of
three separate occasions. If you agree to takeymar first assessment will be carried
out within the next few weeks whilst you are befested for donor suitability. The test
for suitability is carried out by the transplarare and iNOT in any way influenced by
your participation in this research project. If yame deemed suitable and go ahead with
LDKT, you will be reassessed by the research asgiStweeksand6 monthsatfter the
transplant operation. If you are deemed unsuitasleDKT, you will be reassessdsl
weeksafter the decision of unsuitability is made.

The research assistant will call you within thetriéxays to ask if you are happy to
participate in the study. If you do decide to tpket, the research assistant will, during
this call, arrange with you a convenient date ame for your first assessment to take
place. All assessments will either be conductdedeClinical Research Facility within
the Edinburgh Royal Infirmary or within your ownrhe and will last approximately 2
hours. Travel expenses will be paid. Prior to yiingt assessment the research assistant
will send you a consent form which you will be aglte read, sign and hand to the
research assistant when you meet.

Each assessment will follow a similar format. Tgibewith you will be asked to
complete simple, brief measures of: 1) memorynétia and concentration, 2) quality
of life, 3) anxiety and depression, 4) disabily,beliefs about illness and 6) family
relationships. This will take approximately 40 niesito complete. Short breaks can be
taken when required. After completion of the measuthe research assistant will
interview you about your views and beliefs regagdiDKT. The questions asked will
differ depending on whether it is your first, sedar third assessment. Each interview
will be recorded and will last no longer than 1 hou

Shortly before your second and, if appropriategdthssessments are due, the research
assistant will call you to schedule another apmoenrtt. The process will follow a
similar format to the first assessment.

The following diagram illustrates the above infotioa regarding participation.
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Do you wish to
Participate?

Yes No

You will either come into
the Clinical Research
Facility (CRF) at the

Edinburgh Royal Infirmary
or the research assistant
will visit your home.
Measures will be
completed and a short
interview conducted.

You will not
be contacted again.

Suitable for
LDKT?

(Decided by the

Transplant
team)

Yes No

You will be re-
assessed 6 weeks after
you are told of your
unsuitability for
LDKT.

You will be re-assessed at 6 week
and 6 months post LDKT transplant.
Measures will be completed and a
short interview conducted at each
assessment.

[}

What if | am unhappy with the study?

We do not anticipate any problems occurring wheun garticipate in this study.
However, if you have any complaints with regardth study please contact Lesley
McGregor, research assistant on 0131 242 1626leslaly.mcgregor@******,
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Will my taking part in this study be kept confidential?

Confidentiality is an important feature of thiséyuand therefore we can assure you that
the information you provide will be for the purpasfethis research study only. The
transplant team withot have access to any of the information you provdiaieng the
assessments.

What will happen to the results of the research sidy?

The results of this research study will be publésiremedical and psychological
literature. All information obtained about partiais will of course be made
anonymous. It will be impossible for results frondividual participants to be
identified.

Who is organising and funding the research?
This study is funded by the University of Stirling.

Who has reviewed the study?
Lothian Research Ethics Committee has reviewedsthisy.
Contact for further information.

If you would like further information regarding thstudy please feel free to contact:

Professor Ronan O'Carroll Or Dr Jen Lumsdaine
01786 *%k%k kkk 0131 *%k%k k%%

If you would prefer to speak to someone entiretlependent from the study, you can

contact Prof. Peter Hayes on Q131 *** ***,

| thank you for your time and we look forward teeaging with you in the next few
days.

Kind Regards,

Ms Lesley M. McGregor
Research Assistant
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Appendix 27: Example of Consent Form (Chapter 8)

NHS

Lothian

CONSENT FORM

The assessment of wellbeing through the living dono
kidney transplant experience

Please
tick
box

1. | confirmthat | have read and understand thamation sheet

for the above study and have had the opportuniasko
guestions.

2. lunderstand that my participation is voluntang that | am
free to withdraw at any time, without giving reasand

without my medical care or legal rights being atiéeic

3. lunderstand that there are no risks involveith@participation
of this study and that | will not directly beneffiom

participation.

4. | agree to take part in the above study.

Name of Patient (in block Date Signature
capitals)

Research Assistant Date Signature
Researcher Date Signature
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Appendix 28: Correlation Matrix for Living Donor Ki dney Transplant (LDKT)
Donors (Chapter 8)

1 2 3 4 5 6 7 8
CC 1.000 .414* 817* -.113 .318 -.126 -.255  -.422*
1. RLOC Sig .039 .000 .333 .099 .303 .146 .036
N 20 19 19 17 18 19 19 19

CC 414> 1.000 .435* -174 -.012 118 -.403* -.115

2.LOTR Sig .039 .031 .259 482 .320 .049 .325

CC .817** .435* 1.000 -.055 .130 157 -.228 -.203

3. GSES Sig .000 .031 419 .310 .267 181 210
N 19 19 19 16 17 18 18 18
] CcC -.113 -.174 -.05‘ 1.000 -377  -.432* .508* 247
4. SF36 Physical
functioning Sig .333 259 414 .068 .042 .019 170
(Recovery score)
N 17 16 16| 17 17 17 17 17
CcC .318 -.012 .13‘ -377 1.000 .302 .000 -.034
5. FLP Physical .
(Recovery score) Sig .099 482 .31( .068 112 .500 446
N 18 17 17| 17 18 18 18 18
CcC -.126 .118 A5 -.432* .302 1.000 -.525* -.017
6. FLP
Psychological Sig .303 .320 .26 .042 112 .010 473
(Recovery score)
N 19 18 185 17 18 19 19 19
CcC -.255 -.403* -.228 .508* .000 -.525* 1.000 .649**
7. WHOQOL-
BREF Physical Sig .146 .049 .181 .019 .500 .010 .001
(Recovery score)
N 19 18 18| 17 18 19 19 19
8. WHOQOL- CcC -.422* -.115 -.203' 247 -.034 -.017 .649*  1.000
BREF Sig 036 325 -22d 170 446 473 001
Psychological
(Recovery score) 19 18 s 17 18 19 19 19

* Correlation is significant at the 0.05 level (aiadled),
** Correlation is significant at the 0.01 level {diled)

CC = Correlation Coefficient, Recovery score = &catrtime 1 minus score at time 3; RLOC = Recovery
Locus of Control, LOTR = Life Orientation Test Reed; GSES = Generalised Self Efficacy Scale; SF36 =
Short Form 36; FLP = Functional Limitations ScAM&1OQOL-BREF = World Health Organisation Quality of
Life Scale - Bref
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Appendix 29: Correlation Matrix for Living Donor Ki dney Transplant (LDKT)
Recipients (Chapter 8)

1 2 3 4 5 6 7 8
CcC 1.000 -.020 278 -.031 180 .534** -.317 -.093
1. RLOC Sig 465 .105 450 218 .006 .081 344
N 22 22 22 19 21 21 21 21
CC -.020 1.000 .190 A72*%  -539* -.118 .348 .458*
2.LOTR Sig 465 .198 .021 .006 .306 .061 .018
N 22 22 22 19 21 21 21 21
CC 278 .190 1.00( .089 -.091 -.047 -.035 .104
3. GSES Sig .105 .198 .358 .348 420 440 327
N 22 22 22 19 21 21 21 21
CcC -.031 472 .08 1.000 -.399* -.199 .583** .428*

4. SF36 Physical

functioning Sig 450 021 .35 .045 207 .004 .034
(Recovery score)

N 19 19 1 19 19 19 19 19
CcC 180 -.539* —.09]' -.399* 1.000 .625** -.608** -.646**
5. FLP Physical .
(Recovery score) Sig .218 .006 .344 .045 .001 .002 .001
N 21 21 21 19 21 21 21 21
CcC .534** -.118 -047 -199 .625**  1.000 -.508** -558**
6. FLP
Psychological Sig .006 .306 A42( .207 .001 .009 .004
(Recovery score)
N 21 21 21 19 21 21 21 21
CcC -.317 .348 -.03§ .583** -608** -508** 1.000 .675**
7. WHOQOL-
BREF Physical Sig .081 .061 A4( .004 .002 .009 .000
(Recovery score)
N 21 21 21 19 21 21 21 21
8. WHOQOL- CC -.093 .458* .104  .428* -.646** -558** .675* 1.000
BREF : i
Psychological Sig .344 .018 .32 .034 .001 .004 .000
(Recovery score) 21 21 21 19 21 21 21 21

Correlation is significant at the 0.05 level (oadetd),
** Correlation is significant at the 0.01 level {diled)

CC = Correlation Coefficient, Recovery score = ®catrtime 1 minus score at time 3; RLOC = Recovery
Locus of Control, LOTR = Life Orientation Test Reed; GSES = Generalised Self Efficacy Scale; SF36 =
Short Form 36; FLP = Functional Limitations ScA1OQOL-BREF = World Health Organisation Quality
of Life Scale - Bref
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