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Australian Bone Marrow Donor Registry
Donate Bone Marrow and Offer Someone the Chance of a Lifetime

The Australian Bone Marrow Donor Registry (ABMDR) is a register of people who
are willing to donate their bone marrow (or stem cells) if they are found to match a
patient needing a bone marrow transplant.

The ABMDR is part of a worldwide network of donor registries of unrelated donors.
The decision to become a bone marrow donor requires careful consideration. This
pamphlet answers commonly asked questions.

Why Do You Need Me?

Each year many patients are diagnosed with leukaemia or other fatal blood disor-
ders. Bone marrow (or stem cell) transplantation is the only possible treatment for
many of these patients.

The most suitable donor is a fully matched (tissue typed) family member, but only
about one patient in three has such a donor. If a suitable donor is not found within
the family a search for an unrelated donor is necessary.

Since tissue types can be linked to ethnic origin, people who share the same eth-
nic background are more likely to be compatible. For this reason, we ask you to
indicate your ethnic origin (or racial group) and that of your ancestors on the con-
sent form. For example, if your ancestors were Italian or Chinese, then please in-
dicate this on the form even if you were born in Australia.

Am | Able To Be A Donor?

Donors must be between 18 and 50 years of age at registration and in good
health. You may be asked to donate a unit of blood (470ml) and undergo screen-
ing tests for viruses or other infections. Your registration may be affected if you
have lived in or visited England, Wales, Scotland, Northern Ireland, Channel Is-
lands or the Isle of Man for a cumulative (total) period of 6 months or more, be-
tween 1% January 1980 and 31% December 1996 inclusive, because of the possi-
ble risk of variant Creutzfeldt-Jakob Disease (vCJD). Donors are retired from the
registry on their 56" birthday. The ABMDR will not normally contact you unless
you are identified as a potential match for a patient, but please notify the ABMDR
of any changes of address, personal details or if you feel your registration may be
affected by the vCJD policy.

If | Agree To Help, What Will Happen?
You will have a blood test to establish your HLA type (or Tissue Type). It is not
necessary to take a sample of your bone marrow to determine your tissue type.
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HLA stands for Human Leucocyte Antigen. A leucocyte is a white blood cell and
an antigen is a ‘marker’ on the surface of blood cells. The HLA type is determined
by two sets of genes, one inherited from each parent.

On recruitment a sample of your blood may be used for ethically approved re-
search. For further information about research projects or if you have any con-
cerns regarding research, the Executive Officer of the ABMDR can be contacted
on (02) 9229 4464.

Can | Be Tested Only For Someone | Know?
No. While you may be motivated to join because of someone close to you, it is im-
portant to realise that each year the ABMDR searches for over 1,000 patients in
need of stem cell transplantation. By joining the ABMDR, you may be selected to
help any patient in need, anywhere in the world.

How Are Donors Selected?

Your tissue type is entered into a national database. When a patient needs a do-
nor, their tissue type will be compared with all the tissue types on the registry. If
you match with a patient you will be contacted for another blood sample to confirm
the match and asked if you are prepared to be a donor. Only 1 in 1,000 donors will
be asked to donate stem cells in any year.

What Happens If | Am Selected As A Donor?
Your health and wellbeing before and after donation are very important to us. Be-
fore donation an independent specialist with detailed knowledge of stem cell dona-
tion will assess you medically and answer any questions you may have. In Austra-
lia, donation occurs in one of the major hospitals in the capital cities. You would
not be required to travel interstate or overseas.

Can | Change My Mind?

Deciding to donate stem cells is an important decision. There are many reasons
why you may decline, such as poor health, the time involved or concern about the
risks. There is however a ‘point of no return’ for the patient. About a week before
the actual donation, a patient's own bone marrow is destroyed in preparation for
receiving the transplanted bone marrow or stem cells. These treatments can be fa-
tal unless healthy bone marrow is transplanted. At this point, having agreed to do-
nate, you have a moral obligation to proceed.

How Is The Donation Collected?
Currently there are two ways a donor can donate stem cells. Details of these pro-
cedures and associated risks are below. The choice will be dictated by the pa-
tient’'s needs and so you may be asked to donate either bone marrow or peripheral
blood stem cells. In a small percentage of people you may be asked to donate
both stem cells and bone marrow.

1. Bone Marrow Donation
Bone marrow is collected under general anaesthetic from the cavities in the
hipbones. Using a needle and syringe, punctures are made through the skin
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over each hip, and the marrow is extracted from the pelvic bone cavity. This
procedure can take up to two hours. In the month before the collection you
may be asked to donate 1 or 2 units of blood. This blood is stored and re-
turned to you during the procedure.

The time needed for complete recovery varies, but generally you can go
home the next day, and resume your normal activities after two or three
days. Normal bone marrow will re-grow rapidly to replace the donated bone
marrow. We will contact you after the donation to check on your wellbeing.

What Are The Risks For Me?

The risks for donating bone marrow are the same as those with any general
anaesthetic. The chance of a serious complication is very low but some
people may experience nausea and/or local pain and discomfort for several
days.

. Peripheral Blood Stem Cell (PBSC) Donation.

Normally the number of stem cells circulating in the blood is low. To in-
crease the number of blood stem cells, a hormone-like substance called G-
CSF is injected under the skin daily for 4 days prior to the procedure. The
stem cells are then collected by a procedure called leukapheresis. During
this procedure a needle is inserted into a vein in your arm and your blood
passes into a cell separator machine, which selectively removes the stem
cells.

The remaining blood components are immediately returned. This procedure
is performed at a hospital or blood bank, does not require a general anaes-
thetic and takes approximately 3 - 4 hours. After the procedure you may
leave but subsequent donations may be necessary if insufficient cells num-
bers were collected. We will contact you after the donation to check on your
wellbeing.

What Are The Risks For Me?

GCSF is usually well tolerated, although you may experience bone pain and
some flu-like symptoms during the course of the injections, which usually
respond to paracetamol. As yet no significant long term side effects have
been observed with prolonged administration of GCSF to patients but the
long term effects of short treatments in normal donors is unknown.

How Is The Transplant Performed?

About a week before the transplant the patient has chemotherapy and/or radio-
therapy to destroy their diseased bone marrow. They then receive the healthy do-
nated bone marrow similar to a blood transfusion.

Is There Any Cost To Me?
The main cost to you will be some of your time. The ABMDR will cover all medical
and hospital expenses related to the stem cell donation. Incidental expenses as-
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sociated with stem cell donation such as travel to and from hospital, and accom-
modation if necessary, will be reimbursed.

Can | Donate Again?

You may be asked to donate stem cells on a second occasion for the same patient
if the first transplant did not ‘take’, or if the patient relapses. Other types of blood
products may also be requested for that patient such as whole blood or donor
lymphocytes (white blood cells). It is highly unlikely that you would be asked to do-
nate to more than one patient needing a transplant, although it has happened. Do-
nors will be retired from the registry for one year and recontacted at the end of that
period to see if they wish their name to be re-activated on the registry.

Confidentiality

Your details are treated confidentially and kept by the Donor Centre. Only your tis-
sue type with an identifying code is entered onto the registry. This code is the only
identifier released to the Transplant Centre. Only appropriate medical details will
be passed to the transplant team involved if you agree to donate. Your personal
details will not be divulged to anyone outside the Registry without your written
consent.

May | Contact The Patient Who Receives My Stem Cells?

You may receive progress reports on the recipient after transplant. Donors and re-
cipients are not encouraged to meet, although if both parties agree and consent in
writing, contact can be made.

How Else Can | Help?

Following chemotherapy or stem cell transplantation patients often develop very
low platelet counts. Platelets are needed to control bleeding. Sometimes patients
need platelets from HLA matched (tissue typed) donors.

Platelet donation is like a regular blood donation except that it takes a little longer
and involves selective removal of platelets using a cell separator machine. There
is no requirement for anaesthesia and the risk for the donor is essentially the same
as for a blood donation.
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