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Genetic counselling, genetic research, ethical problems
It is a natural ambition of every human being that they want their children to be as healthy, clever and happy as possible. This desire is already present before marriage when people choose their partner. The desire to choose a wealthy boy or a girl will soon spread among those who want their descendants to live in good material circumstances and vice versa. (The old Hungarian saying “land marries land” shows the efforts of “wise” parents as opposed to the „unwise” romantic love affections of the “passionate” youth. Having an only child assured that the property remained in one hand, as it had become general in Hungary in the Ormánság, for example.) The parents’ state of health and ability to work hard was also an important aspect. It was assumed that a healthy person would have a healthy child.

Knowing Gregor Johann Mendel’s laws it has become more and more widespread to deal with the “designing” of descendants on a scientific basis, as well. Family trees were searched and also hereditary diseases were mapped. More and more pieces of information were gathered about the occurrence of normal variations (e.g. hair colour) and the pathological deviations (e.g. hemophilia). Marriage counselling helped the engaged couples in planning their future life.
It was a huge leap when it was discovered that some diseases were caused by the pathological deviation of certain chromosomes. These include, for example, the Down syndrome, the mongoloid disease, which is the result of trisomy. It was the discovery of professor Jerome Lejeune: a disease caused by an extra 21st chromosome (three instead of two).
 Professor Lejeune fought, by the way, in all possible levels for the recognition of the dignity of people suffering from that disease. 
The possibility of isolating individual genes changed our view of hereditary diseases, and made it possible to treat their causes instead of the symptoms. Genetic alterations can be detected in early foetal life, moreover, already in the fertilized ovum. Theoretically it is possible to replace or cure these genes. The significance of the issue is also shown by the fact that some kind of genetic deviation can be detected in about 1 % of the newborns.
Genetic counselling is usually attended by people who are, from a certain aspect endangered. In our country, for example, women giving birth over the age of 40 – particularly if this is their first pregnancy – are usually sent to counselling. The people who come are usually parents who themselves have or had a child with inheritable disorders or if they have one among their close relatives. They would like to know the scale and the seriousness of the risk.
Typical deviations that are tied to one single gene are hereditary according to Mendel’s laws. We have more and more evidence that our genetic constitution has an impact on how sensitive we are to certain environmental harms. These are interactions which might have a role in forming heart diseases, apoplexy, major psychiatric illnesses and rheumatic diseases. Their recognition increased the significance of molecular genetics to a great extent. The genetic base of the development of cancer is about to be revealed nowadays.
In 1990 a 15-year programme was elaborated in order to fully map the human genome (Human Genome Project). Human beings have 50-100 000 genes; which are collectively called “genome”. It turned out in the first year that the research proceeded better than previously expected. Today we already know the final results of these researches, as well.
The opportunity is available to carry out genetic tests with the help of which pathological genes can be detected even in symptom-free cases. We might detect latent carriers but it is also possible to discover people in the case of whom the visible symptoms of the disease are not apparent yet, but it may evolve soon (pre-symptomatic stage). The more genes are involved, the more expensive and time-consuming the test will be, so in most cases a targeted search is carried out.
Today genetic deviations are being researched worldwide. We know that the actual construct of the DNA chain (deoxyribonucleic acid) is individually characteristic, varying from one person to another and can be used for identification instead of fingerprint examination. Huntington’s disease, for example, can be detected on the basis of specific genes even if the disease has no clinical symptoms yet.
Ethical problems of genetic counselling
The main ethical feature of genetic counselling is the respect for the patient’s autonomy. For example if the patients ask: “What would you do in my place?”, it indicates that the patients cannot orient themselves on the basis of the information given, or if they understood relatively well what was at stake, they would not like to take responsibility for their decision. In most cases, however, only the patients can make a real decision, says Seller, because they are the ones who know their own cultural and moral views, religious conviction, economic and social background. In opposition to this, in one of his writings Endre Czeizel states that although he condemns the old dictating method where the physician prescribes the patient what to do, he is not in favours of the “enlightening” counselling either, in which the physician tells the patient everything, without giving any advice.
 In his opinion this is the „washing my hands” attitude of Pontius Pilate. Czeizel developed the method of counselling directed by information, where the counsellor answers the patient’s question on what he would do in his place. The decision is always to be made by the person concerned, i.e. by the mother. If a mother, for example, knows about any serious developmental disorder of her foetus, but she does not want to abort it because of her religious conviction or any other reasons, her decision must be accepted.
Naturally, it is impossible to merely provide information. The influence I have points to a different direction if I say „There is a 1 in10 chance for you to bear a child with disorders” than in the case of saying „You have good chances, in such cases 9 out of 10 babies are born healthy.”
Seller, however, also admits that the conflict is often inevitable between the four most often quoted basic principles of bioethics (autonomy, beneficence, non-maleficence, allocation). The patients’ autonomy can only be realised entirely if they get sincere information about every important detail. However, we always have to take into consideration whether we would not do too much harm with our sincerity. As an example he mentions the rarely occurring androgen insensitivity syndrome. In such cases although the person is genetically male, his appearance shows female characteristics. However, their menstruation cycles never start (primary amenorrhea), nevertheless, they keep themselves female. Sometimes they come to genetic counselling after getting married, because they cannot get pregnant. Revealing the entire truth may cause psychic breakdown in such cases. It is more expedient to say that we have found the medical cause of infertility, but unfortunately it cannot be treated. It might cause a serious problem if the person concerned asks for artificial insemination. Of course, there may also be cases when revealing the entire truth – of course only gradually – is the major good.
It may occur that a genetic counsellor finds out with almost maximum certainty that the foetus is not from the father. Telling the truth to the parent might have serious psychological consequences, it might even make the marriage break up. By revealing the facts we also break the obligation of confidentiality towards the woman. The right solution is to discuss it in private with the patient the next time we meet.
Naturally, it also happens sometimes that the patient does not want to be informed. That wish has to be respected. It does not really a cause a problem if the disease concerned is incurable. However, it may pose serious difficulties, if it is a curable illness. In this case we have to devote time to convince the patient: if he/she was given information the treatment would become possible.

It also occurs that someone would like to keep the disease secret from their relatives. That becomes problematic if the early recognition of the disease could make the treatment possible. Such a disease is polyposis coli, a hereditary degeneration of the colon which is benign at an early stage. In this case it is the patient’s obligation to inform their relatives so that they can have themselves examined, as well.
General Genetic Issues
Several ethical problems arise which can be of various types. Theoretically, it is very rare to come across a brand new question. For some of the dilemmas it is hard to find an ethically definite solution and accepting any kind of interpretation should be legally regulated.
There are genes – and that always involves gene groups as well – that increase the risk of certain environmental harms. If such a risk factor is plausible in a factory, the gene carrier should rather not choose that occupation. However, if these people still want to work in jobs which are highly dangerous for them, it is questionable, whether they are obliged to inform the employer about their illness which has not developed yet. 
Can gene screenings be prescribed and for which genes? Right now there is general agreement concerning the issue that such an examination should not be carried out without asking the patient, without his/her consent. (In the case of children, parents can ask for it.) The problem emerges, as mentioned before, if the physician knows a way to cure the disease but the patient does not give his/her consent to the examination. Completely different problems may also arise. A series of screening was conducted where sickle-cell anaemia was searched. This disease is only prevailing in specific human races therefore screening was only done in these groups. Serious difficulties came up, when the people responsible for screening were accused of being racists. 
Workplaces often link the employment of applicants to a position to certain tests. (For example, a person with haemophilia will not be employed at a slaughterhouse.)

Insurance companies also ask for more and more examinations before they conclude life or health insurances. If, however, a patient knows about his/her illness and does not sign an insurance contract, he/she is practically doomed to die, since medical treatments are usually highly expensive. It is natural that in the knowledge of the patients’ diagnose both life and health insurances tend to be more expensive. There are struggles all around the world to find an adequate solution to these problems. In general, the final solution lies in legal regulations in this case, as well. 
There are diseases which are characteristic for certain human races. Such a disease is, for example, the Tay-Sachs, Alzheimer’s disease and certain female breast cancers which are more likely to occur in Ashkenazi Jews. In the latter case, although the disease manifests itself only at the age of 50 if a positive gene is present, there were women who had both their breasts removed even though they were (most probably still?) healthy at that time. 

Should we be allowed to test for features which do not cause diseases? Such a test is, for example, the identification of the sex (male or a female) of the foetus which may lead to discriminatory interventions. It even contradicts the equality principle of genders! Should it be permitted to search for genes or gene groups which supposedly point to (increase the risk of?) homosexuality, gambling or risk taking behaviour? Will it not lead to the decrease of tolerance? In the opinion of most physicians screening should not be allowed if it is not directly linked to the detection of a certain disease. Adult, autonomous persons can ask for such tests, but if testing is allowed in the case of embryos, for example, it may lead to the selection of those who are considered to be inappropriate. Those for whom abortion is unacceptable think that such an amniotic fluid test is unnecessary, costly and even if it carries a minimal risk it should not be taken. Of course we assess a genetic test in a totally different way if it would create better treatment conditions for the baby to be born. 
With the progress of genetic technology we are more and more tempted to conduct experiments on human embryos even for curing other people. Can it be permitted? The very fact that the question was raised shows that the one who poses the question does not consider the embryonic foetus as an equivalent human being. This is a sorely discriminative, exclusionary point of view which is unacceptable for those who consider life as sacrosanct. Making animals ill with cancer is also often disapproved, with special regard to the fact that there is still no reasonable proof of possible human implementation. Do we protect animals more than humans?
Should it be allowed to alter human genome by intervention in the germ lines (cloning)? Several official declarations took a clear stand against that. The Biomedical Convention of the Council of Europe also forbids it.
 A possible solution now could be to intervene in a fertilized ovum which is gained through assisted reproduction. The people for whom the “liquidation” of a fertilized ovum carrying an abnormal gene does not cause any ethical problems opt for an easier solution: these ova are not going to be implanted into the womb. The majority of embryologists still have reservations about intervention in the germ lines because, although successful experiments were conducted on animals, it is ambiguous what harmful consequences it could have on later descendants who can certainly not be assumed to have agreed to the alteration of their characteristics.
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