Eurc@est

Dear Genetics Colleague,

This survey is part of the European project EuroGentest “Genetic testing in Europe — Network for test

development harmonization, validation and standardization of services” (http://www.eurogentest.org).

The aim of this survey is to gather information about the practices, guidelines, recommendations and
general principles related to genetic counselling and ethical issues concerning genetic testing and
counselling. Your responses are very important for our aims to improve the quality of genetic

counselling services in connection with genetic testing in Europe.

This questionnaire is sent to all national societies of human genetics in Europe. The board, the
chairperson of the board or someone nominated by the board is asked to fill in the questionnaire on
behalf of the society. The results of the survey will be disseminated through the project website and

through other professional forums.

We kindly ask you to answer to the questionnaire provided in the following link preferably by

November 18", 2005. [LINK] If you have any questions, please do not hesitate to contact us.

Sincerely,
Researcher Elina Rantanen Researcher Pascal Borry
Researcher Marja Hietala Professor Kris Dierickx

Professor Helena Kééridinen

Department of Medical Genetics Center for Biomedical Ethics and Law
University of Turku Catholic University Leuven
Kiinamyllynkatu 10, 20520 Turku, Finland Kapucijnenvoer 35/3, 3000 Leuven, Belgium
Tel. +358 2 333 7250 Tel. +32 16 33 69 51

E-mail: firstname.surname@utu.fi E-mail: firstname.surname@kuleuven.be

Genetic counselling defined by the European Society of Human Genetics
(http://www.eshg.org/ESHGgeneticservicesbckgrnd.pdf ):

Genetic counselling is a communication process, which deals with the occurrence, or risk of occurrence, of a
genetic disorder in the family. The process involves an attempt by appropriately trained person(s) to help the
individual or the family to 1) understand the medical facts of the disorder, 2) appreciate how heredity contributes
to the disorder and the risk of recurrence in specified relatives,; 3) understand the options of dealing with the
disorder; 4) choose the course of action which seems appropriate to them in the view of their risk and their
family goals and act in accordance with that decision; and 5) make the best possible adjustment to the disorder
in an affected family member and/or to the risk of recurrence of that disorder.

In addition, genetic information may be given by a range of healthcare practitioners in the context of genetic
testing or screening.



In the following survey we ask about the existence of national legislation,
guidelines/recommendations or generally applied practices related to counselling in different
types of genetic testing situations and related to ethical issues concerning genetic counselling and

genetic testing.

Background information:

Country:

Person/Group who gave this information:

Email-address to be used in case of need for clarification:

In general, do the following exist in your country in the context of genetic counselling?
Legislation YES /NO
Professional written guidelines YES /NO

Generally applied practices’ YES /NO

Explain if applicable to your situation:

I. Legislation and guidelines

1. Are there legislation or guidelines that specially mention the following clinical situations?

Clinical situation Legislation | Written In each case, please give addresses of
professional | websites or references to the literature,
guidelines enclose written material (preferably in

English), or briefly describe the guidelines
and the bodies that have produced them.

Diagnostic testing

Carrier testing

Presymptomatic testing
(e.g. HD)

Predisposition testing
(e.g. BRCA)

Predisposition testing

" Practices that are generally recognisable in your country in the view of a geneticist




for multifactorial
diseases (e.g.
Alzheimer disease)

Prenatal diagnosis

Preimplantation
diagnosis

Testing of children and
adolescents

2. Are there laws or guidelines that specially mention the following topics?

Legislation

Written
professional
guidelines

In each case, please give addresses of
websites or references to the literature,
enclose written material (preferably in
English), or briefly describe the guidelines
and the bodies that have produced them.

By whom / where can
genetic counselling be
performed

Consent of the patient

Non-directiveness of
genetic counselling

Counselling persons from
minority ethnic groups

Counselling minors or
persons with diminished
mental capacity

Psychological support
during the process of
genetic testing

Informing at-risk
relatives

Confidentiality

Duty to recontact
(Recalling counsellees if
there are developments in
testing, diagnosis or




treatment)

3. How do you think that the existence/lack of such legislation and guidelines affect the

practical work?

4. Are there laws or guidelines that specially mention the following topics?

Legislation

Written In each case, please give addresses of
professional | websites or references to the literature,
guidelines | enclose written material (preferably in
English), or briefly describe the guidelines
and the bodies that have produced them.

Direct testing (genetic
tests supplied directly to
the public)

Genetic testing in
employment situations

Genetic testing and
insurance

Paternity testing

Sex selection

Intellectual property
rights and patenting

Genetic databases

I1. Generally applied practices

1. Are there practices that are generally applied in your country in the context of the

following genetic counselling situations?

Clinical situation

No

Yes, please describe

Diagnostic testing




Carrier testing

Presymptomatic testing
(e.g. HD)

Predisposition testing
(e.g. BRCA)

Predisposition testing
for multifactorial
diseases (e.g.
Alzheimer disease)

Prenatal diagnosis

Preimplantation
diagnosis

Testing of children and
adolescents

2. Do you have a practice of informed consent in the context of genetic testing? If so, for

which types of testing it is used and is it written or verbal?

Written | Verbal

No
practice
of consent

Explain if you wish

Diagnostic testing

Carrier testing

Presymptomatic testing (e.g. HD)

Predisposition testing (e.g. BRCA)

Predisposition testing for multifactorial

diseases

Prenatal diagnosis

Preimplantation diagnosis

Testing of children and adolescents

3. Are there practices that are generally applied in your country related to the following

topics?

No

Yes, please describe

By whom / where can
genetic counselling be
performed




Non-directiveness of
genetic counselling

Counselling persons from
minority ethnic groups

Counselling minors or
persons with diminished
mental capacity

Psychological support
during the process of
genetic testing

Informing at-risk relatives

Decision to breach
confidentiality

Duty to recontact
(Recalling counsellees if
there are developments in
testing, diagnosis or
treatment)

4. Do you think that genetic counselling is well organised in your country? Please explain.

5. If the counselling situation is not optimal in your country, what factors affect this?

a. Lack of trained professionals

b. Prioritization of healthcare resources

c. Lack of general genetic knowledge among healthcare professionals
d. Lack of legislation and guidelines

e. Unequal access to counselling

f. Language and cultural problems

g. Geographical distances

h. Other, what:

6. What is your prediction about what changes will happen within genetic counselling

practices in your country in the near future?




7. Other comments:

Thank you for your responses!



