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DNA Diagnostics for Haemoglobinopathies 
(Helping to make genetic tests for haemoglobinopathies more reliable)


Information Sheet for Patients

· We are asking you to donate a blood sample to help improve the quality of genetic tests.
· This sheet gives you information about the service and how it involves you. 

· Before you decide whether or not to give a sample, we want you to understand why we are doing this work and what it will involve. 

· Please take time to read the information carefully before you decide to take part or not. 

· Please feel free to ask us if anything is not clear or if you would like to know more. 

What is the ‘DNA Diagnostics for Haemoglobinopathies’ Programme and what is its purpose?

Through this scheme UK NEQAS Haematology helps laboratories to make their genetic tests for Haemoglobinopathies more reliable.

Who will use the services of the Programme and your donation?

Genetic testing laboratories from around the world, who wish to check the quality of their routine work and testing and find out which parts of their work might need improving to achieve better patient care.
The UK NEQAS Haematology Director is Dr Barbara De la Salle.
The UK NEQAS Haematology Scheme Manager is Ms Yvonne John.
The Scheme address and contact details are:
UK NEQAS Haematology
PO Box 14

Watford

WD18 0FJ

Telephone: +44 (0) 01923 587111
e-mail:
haem@ukneqas.org.uk

What are the benefits to me?
There are no direct benefits to you or your family. However, by helping us you will help make genetic tests more reliable. This work will ensure patients can have confidence in their test results wherever they are produced.
How does it involve me?
We are asking you or a member of your family to give a small blood sample. Whether or not you agree to give a sample will not affect any treatment that you, or a member of your family, are having.

Do I have a right to refuse to give a sample? 

YES. You can choose not to give a sample. This will not change your treatment at all.

Why have I been chosen?

We are collecting samples from patients and family members with genetic changes that may cause a haemoglobinopathy. Your sample will not be tested for any other genetic conditions. 

Where can I get independent advice about this UK NEQAS Haematology?
Please let us know if you wish to talk about this with your family doctor so that we can send your doctor a letter about UK NEQAS. 

If I agree to take part, can I withdraw my sample from the programme?
If you agree to give a sample you will be given a copy of this information sheet and a signed copy of the consent form to keep.
All personal information is taken off the sample before it is sent to UK NEQAS and it cannot be linked to you. It will therefore not be possible to withdraw the sample because we won’t know it came from you.

What does the study involve for me?
You will be asked to give a small blood sample of between 6-12 ml (about 1 tablespoon). This is all that we need.
What are the possible risks, side effects or problems in taking part?

None, other than the side-effects of taking a small blood sample.

During the blood test, you may feel a little pain or get a bruise on your arm. There may be swelling or bleeding caused by the prick. You might be afraid of needles; however, an injury is not likely.

What will happen to my sample?
Your sample will be sent to the Manchester Centre for Genomic Medicine for processing and eventually will be kept by UK NEQAS Haematology to use in quality control for genetic tests. Genetic testing will be performed to confirm the genetic mutation that causes a haemoglobinopathy. 
Will I get the results of the genetic testing?

No - All personal information is taken off the sample before we receive it and cannot be linked to you. For this reason, the results of the genetic testing cannot be sent to you. If you would like a sample to be sent separately for genetic testing, you should discuss this with your doctor. 
What will happen to my clinical and personal information?

Your name and details will not be allowed outside the hospital where the blood sample is taken. When the sample is sent to UK NEQAS Haematology it will be not be able to be traced back to you. 

Does anyone Profit from this work? 

Your doctor is not being paid to include you in the scheme. No one will make any profit from this work. The work carried out by UK NEQAS Haematology is not for profit and only charges to cover its costs.  
Thank you for taking the time to read this. If you have any queries, please contact the Scheme Director or Service Manager (details shown above).
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