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Information form for patients concerning the genetic investigation
Dear patient,

Your doctor advised a genetic examination of your blood sample to decide on a neurological or muscular disease. Previous to the examination we are obliged to inform you about the procedures of the test and to get your consent.

Blood-drawing

The procedures and risk for the blood-taking will be explained by the performing doctor. In general after blood taking a bruise may remain for a few days, after which it will resolve. Very rarely there might be an infection that can be treated by medication.

Genetic investigation

Some diseases are provoked by changes in the DNA. These changes are called mutations. To decide whether or not you or your child suffers from one of those diseases we take DNA from white blood cells and check them for changes. We don't check the complete DNA but the specific part for those diseases in question. The responsible genes for some diseases are still unknown so that a special analysis is done: linkage analysis. To identify the gene, DNA of family members both healthy and affected is measured and compared. If differences concerning the size of DNA parts occur, those will be checked for genes.

To determine whether a gene is responsible for the disease it is important to examine as many family members as possible, both healthy and affected persons.

The result of the examination will not give a direct therapeutical approach. You will be personally notified about the diagnosis and for the generations to come there will be the advantage of a blood test rather than an invasive examination such as a muscular biopsy.

The genetic investigation takes several months or even to 1-2 years. 

Data processing

To work efficient with the data our department uses computer systems. All persons dealing with patient data are obliged to follow the medical secrecy or data secrecy laws.

Freedom of choice

Your attendance at the examination is voluntary. You can withdraw your consent at any time without naming reasons. All the data about your examination will then be destroyed.

Insurance

Concerning the time of the examination you are insured in the general meaning. If there appears to be damage due this procedure including travel to and from, please contact your doctor immediately.

Secrecy and data security

All persons dealing with the investigation are obliged to follow the medical secrecy and the data secrecy laws. The result concerning the examination will be published for scientific reasons and will be kept anonymous. The results can be looked up also by attending patients.

Contact for doctors

If you have any further questions we will be happy to help you.

Please contact either of the following persons:

Frank Lehmann-Horn, MD, PhD (++49-731-50-23250)

Karin Jurkat-Rott, MD, PhD (++49-731-50-23065)

______________________________________________

Date and name of informing doctor
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