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Welcome to Bristol Marrow.  Thank you very much for time and energy in deciding to become a Marrow counsellor.  This pack gives you some information about the Anthony Nolan Trust, Marrow and what counselling involves.

What is the Anthony Nolan Trust?

The Anthony Nolan Trust (ANT) takes back lives from leukaemia by managing and recruiting new donors onto the ANT bone marrow register.  The ANT also carries out pioneering research aimed at improving the success of bone marrow transplants.

Anthony Nolan was born in 1970 with Wiscott-Aldrich syndrome, a rare inherited disease that requires a bone marrow transplant.  At this time, there was no bone marrow register.  It was not known who would be willing to donate bone marrow.  Shirley Nolan worked hard to set up the register in 1974 and currently the register has over 360,000 people who are willing to donate.  Sadly Anthony died in 1979 without finding a match but thanks to Shirley’s effort and determination, over 4,000 people have received a bone marrow transplant through the ANT.

What is Marrow?  
Marrow is the student arm of the ANT that aims to give every student the opportunity to join the bone marrow register.  A lot of work is also done to raise money for and awareness of the ANT.  Marrow is run solely by students and relies on people like YOU as volunteers counselling potential donors to ensure their suitability to join the register.
In Bristol, we are run clinics in Bristol and help at local ANT-run clinics.  At Bristol, we are also working hard with fundraising and our new education project; that involves raising awareness about the work of ANT and Marrow to local sixth form students.  
Marrow started in 1998 by James Kustow at Nottingham University.  In 1997, an old school friend of his was diagnosed with leukaemia after intense campaigning for a donor, a suitable match was found.  Sadly the leukaemia was aggressive and despite the bone marrow transplant, she died.  James felt that something positive should grow out of the tragedy and soon realised that students were a large source of potential donors.  James got in contact with the ANT and the concept of Marrow began.  Students are an ideal target group as they are generally fit, healthy, come from an ethnically diverse background and will be in the register for a long time.   Since then, Marrow groups have grown up in over twenty five medical schools across the UK.
Bone Marrow and Stem Cell Transplantation: What you need to know
This section goes into quite a lot of detail that isn’t necessary for the counselling sessions but may be useful for your understanding and interest.

What is a stem cell transplant?

A Haematapoietic stem cell transplant involves eradicating diseased cells by radio- or chemotherapy and then replacing with healthy stem cells.
Bone marrow and stem cell transplants: what’s the difference?

Nothing, they are used interchangeably.  The cells that are transplanted are haematapoietic stem cells (or blood stem cells) are cells in the bone marrow that are capable of becoming all different types of blood cells.  There are other types of stem cells in the bone marrow (e.g. mesenchymal stem cells that can give rise to muscle fibres etc) that are not involved in this transplant.  Haematapoietic stem cells are not the same as embryonic stem cells which most people think of as “stem cells”.
Who needs a bone marrow transplant?

There are many disorders that may require a bone marrow transplant:

· Leukaemia: certain types are more responsive to bone marrow transplants

· Other haematalogical malignancies e.g. lymphomas, myelomas

· Some types of anaemia e.g. Thalassaemia traits

· Bone Marrow Failure e.g. Aplastic anaemia

· Immunodeficiency e.g. SCID, Wiscott-Aldrich syndrome

· Solid tumors e.g. breast carcinoma

Where can the bone marrow for a transplant come from?
Bone marrow, as with any other transplant must be of the same tissue type as the recipient to increase the success of the transplant (discussed in more detail later).
· Allogeneic transplants are not from the individual receiving the transplant
· Related match – about 30% of people needing a bone marrow transplant are fortunate enough the have a tissue-type match  relative (often a sibling) who can donate.  

· Unrelated match – if a related donor cannot be found, the bone marrow registries across the world are scanned to look for a possible tissue type match.  

· Autologous transplants involving taking bone marrow from a patient, treating it (such as in the case of haematological malignancies) and returning to the patient.  The success of this method is limited by the risk of re-introducing malignant cells to the patient.  
How likely is it to find an unrelated matched donor?

The statistics improves as the number of people on the register increases.  Currently the chances are:


69% for Caucasians


32% for non-Caucasians (this explains the ANT drive to recruit more non-Caucasians onto the register.

It is important to note that a suitable tissue-type match is not the only factor in the success of the transplant.  Other factors include: age of donor and recipient, underlying disease of the recipient, previous infections etc.
What is a suitable match?

Tissue type matching refers to the HLA (human leukocyte antigens)-type of the individual.  HLA- molecules are highly polymorphic cell surface molecules on almost all cells in the body found in a cluster on chromosome 6: HLA-A, B, C, DRB, DQB and DPB; each of which having several, possibly many more alleles.  The possible combination of these is currently unknown.  The main function of the genes is to restrict or permit T-cell responses.  The aim of searching for a match is to find a donor that has all 6 HLA-molecules of the donor’s identical to the recipient.  The chance of finding a matching unrelated donor is approximately 1 in 30,000 depending on the frequency of the recipients HLA alleles in the population the donor comes from.  If all 6 alleles are not matched there is an increased risk of rejection.  Sometimes a transplant will go ahead if 5 out of 6 alleles, including D alleles, are matched.   
What does joining the register involve?

The main role of the counsellor in a marrow clinic is to ensure the individual who has come to the clinic has enough information to make an informed decision about joining the register and they are fully aware of the implications of their decision.  This is important for financial and ethical reasons.

Financial reasons

The ANT is an independent charity that relies on donations from individuals and companies to continue its life-saving work.  It costs approximately £70 to process the initial blood sample and add it to the register.  Further testing if a person is a potential match if further costs.  The ANT wants to minimise financial waste by ensuring everyone who joins the register is informed and will be prepared to donate in the event they are found to be a match.  
It is however necessary to stress that a donor is a volunteer and can back out at any stage right up until the actual donation.  

Ethical reasons

While a person can back out at any time from donating bone marrow, if it has reached one of the final stages of the donation process, the recipient is going to be aware that they have a donor available and it would be devastating for the recipient if the donor backed out because for many recipients this really is their last chance for survival.  


It is also important to point out that the ANT register operate globally and if they are called to donate the recipient may be on the other side of the planet.

Many of the recipients are very ill when the decision to look for a bone marrow donor is initiated and are not likely to survive long without the transplant.  This is not the time for the recipient to be considering the implications of becoming a donor and deciding whether they wish to proceed or not. 

In a counselling situation it is important to getting the right balance between making sure of their commitment while not scaring them away.

How likely is it that a person is called to donate?

Here are the statistics from the ANT:

In a 10 year period:

· I0% of people on the register will be called to give a further blood sample.

· 1% of people on the register will be asked to donate.

· 0.96% of people on the register will actually donate bone marrow.

Donation process

1. Initial blood sample taken for tissue typing.  Most people do not get further than this stage.

2. Further blood samples are taken and DNA tested to confirm the accuracy of the match.

3. If the donor matches at stage 2, they will be asked for further blood samples for virology screening, ABO blood typing and high-resolution DNA testing are carried out to confirm the accuracy of the match and look at disease status that may increase risk of the transplant.

4. If stage 3 shows a close enough match to the recipient, the donor is re-contacted and further blood sample for CTLP testing and if there has been sufficient time since the previous blood sample virology screening may be repeated.  If the donor is found to be a compatible match, they can proceed to the medical assessment.

5. The medical assessment involves a physical examination and various blood tests to ensure the donor is fit for the donation.  

Bone Marrow Harvest

The donor is admitted to a London hospital the day before the operation.  They should expect to be in hospital for 2 nights.  

The harvest involves inserting a large needle under general anaesthetic to puncture the posterior iliac crest to remove approximately 1litre of marrow.  Occasionally, if sufficient bone marrow cannot be extracted from the posterior iliac crest, other sites are used including the anterior iliac crest or sternum.  

The marrow is couriered by hand to the transplant centre.  The main risk in this procedure is the risk of the general anaesthetic.  The risk is minimal: approximately 0.1% risk of a severe life-threatening event and a 0.001% mortality rate.  The donor should expect some localised discomfort and bruising around the site of the needle.  The donor may also be tired and lethargic are also common for about 10 days after the operation but most people return to work /studies after a week.    

Peripheral Blood Stem Cell Donation (PBSC)

This technique is now used more frequently than the traditional bone marrow harvest.  The donor receives daily injections of G-CSF (granulocyte colony stimulating factor) which stimulate the production of stem cells causing them to enter the bloodstream.  These injections are given everyday for five days by a nurse.  The stem cells can then be collected from the donor’s peripheral blood by a machine called a cell separator that separates out the stem cells.  This takes about five to six hours once or twice.  The injections of G-CSF may cause mild ‘flu-like symptoms that should resolve soon after finishing the course.  No overnight stay is necessary.  Extensive trials have shown no long term complications of this.

The ANT will meet all expenses such as loss of earnings, travels and where necessart accommodation for yourself and a relative for either method of donation. Donors also receive support from the ANT Welfare officer who will visit the donor while in hospital 

It is important that potential donors are willing to donate by either method because it is at the doctor’s discretion which method is more suitable for the recipient.    
What happens at a clinic?

At Bristol, we run clinics at various halls and different departments throughout the year and help staff ANT led clinics within the local area.  
All clinics follow the same format:

There will be people to welcome potential donors and give them the leaflets and medical questionnaire.  Once an individual has finished filling in the medical questionnaire, a counsellor will take them to a separate area with chairs set up for the counselling session.  If the individual is able to join the register and blood sample is to be taken, they will then be taken to a separate room/ screened off area where a phlebotomist will take a blood sample.  At Marrow clinics, phlembotomy is done by a competent clinical year medic who has completed a medical insurance form.  Second year students who have completed venepuncture training are not able to take blood at clinics.  

Filling in the Medical Form
Make sure the form is filled in clearly 
If it is illegible, it will be rejected.

Age

Potential donors have to be aged between 18 and 40 years, but you stay on the register until you are 60 years old.  There are NO exceptions to this.  If an individual is too young, encourage them to join when they are old enough.  If an individual is too old, encourage them to help Marrow/ANT in another way. 

Height and Weight

These can be measured on the day, There will be scales available.  An individual must over 8st/51Kg to join the register.  Upper weight charts are available at the clinics.  Again, there are NO exceptions 
Address to which are sent

The home address should be their home address and not their university address.  This is because the term time addresses tend to change very regularly so it makes it harder for ANT to keep track of.  

Alternative Address

The alternative address should be a friend or a close relative who will be aware of you live.  This should be a permanent address.  It is unlikely to be used.  It will only be used if you have moved and not notified ANT.  If the individual doesn’t know anyone’s address, encourage them to phone someone who will know an alternative contact address or come back to another clinic when they know one.  There MUST be the alternative address.  
Foreign Students

ANT will accept students who will be based permanently in the UK for at least the next three years.  The alternative address must be a permanent UK address who will always be aware of where this person will be living.  If a foreign student does not fulfil these requirements encourage them to join the bone marrow register in their own country.
GP Details

Most students will be at student health:

Student Health Service

Hampton House Health Centre

St Michael’s Hill

BS6 6AU

This will be advertised at the clinics.  

NHS Number

NHS number is not necessary but if they have it then encourage them to put this on the form.
Ethnic Origin
It is important this is filled in because matching donor and recipient is specific to ethnic origin.

Alcohol Intake

Get their average weekly intake, not fresher’s week intake.  

Hepatitis B Vaccinations

Check that they are hepatitis B vaccinations as they are not part of the childhood immunisation schedule.  
Keeping Safe

Make sure that the individual has read page nine of the booklet and none of this applies.
Tick Boxes at the back

Make sure ALL the tick boxes are ticked on the last age, if applicable, in the shaded box at the end of the form.  If any boxes cannot be ticked, the individual cannot join the register.  
Signature

Make sure the individual has signed that they have read the literature.
Counselling session
At a clinic, once an individual has taken completed the medical questionnaire, they will be counselled by a Marrow/ANT counsellor (what you will be doing).
The counselling session lasts for about ten minutes and runs with the format below:

· Welcome the individual and introduce yourself

· Outline the structure of the counselling session

· Reassure the individual this is confidential

· Check the medical form as above

· The individual has read the “Commit to a life saving procedure now” booklet” and complies to “keeping safe” section on page 9.

· Check the individual understands the commitment they are making in joining the register.
· Explain the ethical and financial implications of joining the register

· Highlight the importance of telling their family about their decision (they may be sent needles through the post.)

· Reinforce the positive aspects

· Any questions

· Fill in the sticky labels and attach the relevant one to the form, putting your initials on the label

Reasons why someone may not be able to join the register 
· Age: Not 18-40

· Height – weight restrictions

· In UK less than 3 years

· Pregnant or have a baby under one year old – encourage them to join the register once the baby is one year old.

· Depression - No if they are still seeing a psychiatrist. More information is needed.

· Back pain – No if pain is chronic and ongoing.  More information is needed.

· Asthma – No if more than 8 puffs a day.  More information is needed.

Things that require more information

· Any medical conditions in questions 16 and 17, check the “confidential medical guidelines” booklet available at all clinics.

· Piercings in the last 12 months – OK at ANT discretion if done by a certified practioner

· Hepatitis B vaccination – confirm it is a Hep B vaccine.

· Allergic reaction – ask a clinical year medic. This is very important!  Try to get as much information on the allergen and the type of reaction the person has.  An allergic reaction to latex is a reason for not joining the register.
· Depression – full info, if under a psychiatrist or on any medication and impact on life.

· Back pain – full info needed.  Check if the individual is seeing a doctor or on any medication.  Ask how the back pain impacts their life.

IF IN DOUBT, ASK A CLINCAL YEAR MEDIC OR COMMITTEE MEMBER.

How to say No.

Both the donor’s and the recipient’s health are of top priority to ANT and any exclusion is for this reason.

If the reason is temporary and they will be able to join the register at a later date give dates of other clinics.

If they will not be able to join the register, suggest other ways they can help e.g. fundraising.  Ask for their email address. 

If they are not happy, ask if they would like to speak to someone else and pass them over to a committee member. 
FAQS
Can gay men join the register?
Your sexuality in itself does not preclude you from joining the Register.

Everyone wishing to join the Register will have to complete a medical questionnaire that also includes several questions relating to lifestyle. 
Individuals of all sexualities who may be at risk of transmissible diseases are excluded from giving bone marrow and therefore are excluded from joining the Register.  Individuals who have participated in activities that put them at an increased risk for transmissible diseases, including injection of illegal / non-prescriptive drugs, or who have had unprotected sexual contact with an individual from a high-risk background, are not acceptable as bone marrow donors. Someone places them self in the 'high-risk' category by having numerous sexual partners or unprotected sex outside of a relationship as they can not be certain of their partner's sexual history.

This may appear to be a challenging area to cover in the counselling

session, however, the donors will really need to 'self exclude' and be

honest when answering our medical screening questionnaire, so, in theory,

counsellors will not need to delve into the donors sexual history unless

the donor is unsure whether they should join.

Why do I have to be over 18 to join the Register? 

In order to give bone marrow, the donor has to give informed consent.   A parent or guardian cannot give consent on behalf of the donor if they are under 18 because donation is voluntary and not of direct benefit to the donor.  The situation is different in donations to siblings but that is irrelevant for a Marrow clinic

Why is the upper age limit to join the register 40? 

Studies have shown a greater success with bone marrow transplants if the donor is younger. Therefore if there are several potential donors the transplant centre will always go for the younger donor.  As it costs so much for ANT to put someone onto the register, it is not of benefit to recruit older donors. However, once you have joined the register you remain on it until you reach 60.

If I join the Register will I definitely be asked to donate? 

The chance of actually donating is small (less than 1% each year). However, every individual on the Register could be called upon to donate at any time until they are 60. 

Could I be a donor more than once? If so, how often? 

After the first donation, the donor is taken off the register for one year and is asked if they would like to stay on the Register and donate again. Current policy allows an individual to donate to an overall maximum of four times.

Could a recipient be anywhere in the world? 

Yes, a donor could be giving bone marrow to someone on the other side of the world or just down the street.  Regardless of where the recipient is, they are desperate for the bone marrow.
Do overseas donors help patients in the UK? 

If anybody needs a bone marrow transplant in the UK, ANT responsible for undertakes a worldwide search to find the most suitable donor. By working with similar international registers we can search more than ten million donors held on over 5O registers across the world.

Do donor and recipient get to meet? 

The majority of Anthony Nolan Trust donors and patients never meet. Our current policy is that when two years have elapsed, it may be possible to arrange contact, but only if the recipient decides to initiate contact. 

Can I specifically be tested for my friend? 

The Anthony Nolan Trust is committed to matching any volunteer bone marrow donors, as long as they are willing to donate to any patient because it is very unlikely that two friends will share genetic information to allow a bone marrow transplant to take place.  When counseling an individual, make sure that they are willing to donate to anyone, particularly at patient-led clinics.
I have already been tested for a member of my family but now I would like to join the Register. How do I do this? 

Complete the application form/medical questionnaire and forward it together with a copy of your HLA tissue typing results, which you should be able to obtain from the hospital where the testing was done. ANT will check your medical questionnaire and if you are medically eligible to join the Register, we will add your details to the Anthony Nolan Register of unrelated donors.

Thanks for your help and support. 
Any questions, email bristol-marrow@bris.ac.uk 
www.bris.ac.uk/marrow for details on fundraising, upcoming clinics, committee details and information for counsellors.

Don’t forget to join the facebook group Bristol Marrow! 
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