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Introduction

The decision to become a living donor is not easy, but it is one of the
most important decisions you are ever likely to make. This booklet gives
a first-hand account of what it is like to be involved in a living donor
kidney transplant from the people who know best - those who have been
directly involved - people like you.

All of the quotes used in this booklet are from people who have either
donated or received a kidney. By reading this booklet you will see how
other people have coped with the transplantation process from start to
finish: from the moment that the decision is made, through to the tests
that must be undertaken, what happens before, during and after the
operation, both in the short and long term.

It is hoped that this information will help you gain an insight into how you
might deal with some of the difficult issues that you may encounter and
ensure that you are fully informed to make the right decision.




Thank you to everyone who took the time to write about their
experiences, which has given this booklet its valuable insight into the
living donor kidney transplantation process.

Richard received a kidney from his Robert (right) received a kidney
wife, Christine from his brother, John (left)

Elizabeth (left) gave her sister, Paul received a kidney from
Joyce (right), the gift of life his father




Making the decision

Finding out you need a transplant is a life-changing event and one that
can be difficult to come to terms with. Even harder is finding the
courage to broach the subject of organ donation with your family or
loved ones.

Richard from Bristol had known
for 30 vyears that he might
eventually suffer renal failure, as
there was a history of polycystic
kidney disease in his family. “Early
in 1999, my consultant told me
that | would probably need dialysis
by about mid-2001. He explained
about spousal transplants and
suggested that | mention the
subject to my wife, Christine. | Richard was hesitant to talk to his
knew that she would offer wife about a spousal transplant
immediately, but it took me several

weeks of mixed emotions before |

was able to mention it.”

Ken from Kettering describes how he felt when he found out that he
needed dialysis, and then later that he would need a transplant. "My
initial reaction was one of dread regarding renal dialysis but also the
mistaken belief of not being able to work and pay the mortgage. The
thought of a transplant of any kind at this stage did not enter my head.
It was only later in discussion with my wife that the topic of a transplant
came up, and she suggested that maybe we should talk with my family
about it. | was reluctant to say anything that might have made my family
feel uncomfortable with the suggestion of kidney donation.”



Robert from Leicester received a kidney from his brother, John, in
January 2001. This was the second transplant his brother had given him.
Previously, John had given Robert his bone marrow to treat acute
myeloid leukaemia.

"Realising that | needed a kidney
transplant was difficult to accept,
but having faced the possibilities
of an uncertain outcome following
the leukaemia, kidney failure
seemed treatable and a transplant
would free me from dialysis and
give me back a good quality of
life,” Robert explains. £

/

However, Robert knew that his
need for a kidney transplant was
very different to his need for a
bone marrow transplant. He would
have died without the bone marrow transplant, but he could live for
many years on dialysis. This made his decision to accept a second
transplant from his brother difficult.

Robert had mixed feelings about his
brother giving him a kidney

“In a way, this made my feelings towards the transplant even more mixed.
| would be asking my brother to undertake, what was for him, an
unnecessary operation, with the background fear that if the transplant
failed we would both go through a lot for nothing - particularly John,
who had already done so much for me.”




Richard felt much the same way at first. He would be putting his wife
through a major operation, which would be of no real benefit to her, other
than to see him fit and well.

"Christine came with me to see my consultant, where the process was
explained - the blood tests showed a good enough match to make a
transplant feasible. This was when the emotional side became very
difficult for me. Logically, the transplant made a lot of sense - apart from
the obvious benefits to me, my wife's quality of life would be improved
with me not being on dialysis, my two sons would see me living a normal
life and also, by not taking a cadaveric kidney, | would be giving someone
else the chance to use one. Conversely, | felt this was my problem and so
up to me to deal with, without inconveniencing anyone else, and that it
was very selfish to put my wife through such a major operation. In the
end, logic, aided by my wife's insistence, took precedence.”

Most people who need a transplant find the response of their family to
be overwhelmingly positive when they talk to them about it. Indeed, from
the donor's perspective, there is often no guestion that donation is the
right thing to do - even though they may have reservations, or be fearful
of what may happen. Ken recalls that the reaction from his family was
amazing - with two of his brothers and two of his sisters willing to donate
one of their kidneys.

“At that moment | thanked God that | was not born an only child! Knowing
my family's general fear of anything to do with doctors and hospitals, |
realised what a brave and loving gesture this was.”



Christine - "l offered to donate

straight away and then began to
think about the implications”



