Genetics, Society and Insurance

Lecture Maastricht, 14 October 2011.

Ladies and gentlemen,

Last week, to prepare for this meeting I read the latest book by moral philosopher John Harris, entitled Enhancing Evolution. In this book Harris argues that genetic technology offers us a chance to make the world a better place. We can screen embryos and select the healthiest. We cannot yet screen embryos on character traits such as kindness, intelligence and a sense of humour, but we may able to do so in the future, and once we can we must not hesitate to use this technique, because the world will probably be better if people are more beautiful, smarter and more gentle than they are at present. Of course the new technology will not be available to all from the start, but that is the way things go. In ancient Egypt, Greece and the Middle Ages reading was a technology which only few could master, but fortunately that didn’t stop us from adopting it. At present everybody can read and so it will be with genetic techniques that may now be available to the happy few. They will trickle down and in the end we will all benefit.
Harris’s theory is a moral theory that starts from general principles and assumes that we can basically apply it any time, any place, from prehistoric times till the present in each and every political community.
Another such theory is Ronald Dworkin’s theory of justice. Dworkin argues that we should distribute rights and goods in what he calls an ambition sensitive and endowment insensitive way. What does he mean by that?
We all have biological dispositions that we can do nothing about. We are male or female, black or white. We have a genetic predisposition for breast cancer, Huntington’s or Alzheimer’s disease. These are our endowments and, in Dworkin’s opinion, they should not determine our fate. However, we do want to be rewarded according to our efforts. If George studies long and hard for his exams while Mark doesn’t make an effort, then George should be rewarded for his hard work. We would not approve of state intervention to equalize their diplomas afterwards. If after the exams George makes long hours, while Mark prefers to enjoy life we will feel that George is entitled to a higher income. The idea behind this principle is that if we were to abandon it, very few people would make the most of their talents. Even devoted doctors who really enjoy their work would think twice about their calling if it would not pay out in some way. We should distribute income and benefits in an ambition sensitive way.

Like the utilitarian greatest happiness principle the ambition sensitive and endowment insensitive formula applies no matter where, no matter when in every part of society. Many moral philosophers like that approach. There are even moral philosophers who write books in which they apply their favorite moral principles on other, as yet undiscovered planets in outer space.

However, I am a social scientist, and I don’t believe in that approach. In real life moral norms are embedded in different societies and if we want to design ethical principles for new technologies we have to take that into account. For example. If we talk about the ethics of abortion in Europe or the US we may come up with different arguments and different principles than in China or India. If women seek abortions because they don’t want to bear daughters – as seems to be the case in China and India – then that may change a pro choice position, that we may value in Europe or in the US. That holds even more for prenatal diagnostics; if people use this primarily to find out the sex of their unborn child so as to be able to abort the girls, then that is bound to change our ideas about the legitimacy of prenatal testing. Likewise euthanasia is something different in a developed welfare state with health insurance for everyone than in a society like the US, where patients can be a tremendous financial burden for their family, which might induce them to ask for euthanasia if this would be easily available. 
So what I will do in this presentation is look at the societal consequences of genetic technology, particularly with regard to insurances, and I will do this in the context of liberal welfare states, like we have in Western Europe and up to a certain extent in the US.
In such countries the most striking characteristic of morality is that it tends to be sphere specific. A liberal society is, in the words of my favorite moral philosopher Michael Walzer, separated into different societal spheres. In each sphere different goods are distributed according to different criteria. Divine grace is handed to the pious and virtuous among us; in that sphere we tolerate a form of gender inequality that we would not accept in other spheres. In the Netherlands we have an equal treatment law to see to it that men and women have equal opportunities on the labor market and in schools, but that law does not apply to churches. As a woman you can’t use it if you want to be a priest, a bishop or the pope.
Another sphere in which we accept criteria that we would find manifestly unfair if they were applied elsewhere is the sphere of love and affection. People cannot earn love or deserve love, no matter how much they need it. Even if you love somebody desperately and you’re a really kind and good person, that doesn’t mean that you deserve to be loved back. The object of your affection may very well choose somebody who is bossy and bitchy but more beautiful, to take a well-known example.
As you can see on the slide Walzer describes two important spheres that are sort of imperialist by nature: the sphere of the market and the sphere of politics. In the sphere of politics everything can be decided upon by a majority of votes and in the sphere of the market all sorts of goods can be bought and sold according to the logic of free exchange. It is up to the citizens of a political community to build fences around our other societal spheres, so as to ensure that not everything is for sale or up for decisions in representative bodies. We have to make sure that rich people cannot buy their way out of prison if they have committed a crime, we don’t want them to be able to buy seats in parliament and we have to make sure that they cannot buy diplomas but have to study for them like the rest of us.

So far so good. Now let’s take a closer look at the sphere of medical care. In the sphere of medical care doctors distribute care according to medical need. Suppose two victims are hurt in a car crash. One has serious internal bleedings. The other one has sprained his wrist. Who should be treated first? We will all say – I think you will agree with me on that – that the person who is more seriously injured should be treated first. We will not say: well, that remains to be seen. It would depend on who was the guilty party in the car crash. Or: it would depend on who is the richest or the more talented of the two. We will just say, without further ado, that medical care ought to be distributed according to medical need. In Walzer’s theory this would entail that we have to build fences around the sphere of medical care in order to guide our distributive criterion. We must have a health care insurance system that embodies the distributive logic of medical care. If only the rich can buy health insurance it becomes very difficult for doctors to treat patients in accordance to medical need, because doctors have to make a living too. They will want to be paid sometime and justly so. We must not have a health insurance system based on guilt or incentives, a system that would be endowment insensitive but ambition sensitive because, in Walzer’s vision, that would not do justice to our shared understandings, our core beliefs with regard to medical care. Hence a good health care system does not charge extra to smokers, workaholics, or sports fanatics although all of them run higher risks of getting injured or sick. If you smoke and get lung cancer then that is punishment enough; if you don’t smoke and get lung cancer, that is a terrible blow of fate and in both cases you simply need treatment if you want to live another year. That is, I would say, the distributive logic of medical care.

Genetic technology was first developed in this societal sphere. Researchers found genes that caused hereditary diseases such as cystic fibrosis, Duchenne’s muscular dystrophy, Huntington’s disease, haemophilia etcetera. Unfortunately these diseases cannot be cured yet, but they can be prevented in your offspring if you are willing to submit to an amniocentesis, and willing to abort if the child is affected. Or you can prevent the birth of an affected child by means of PGD, if you are willing to undergo a painful treatment to harvest eggs rather than take your chances with an ordinary pregnancy, or if you have to resort to IVF anyway because of fertility problems. 

The fact that genetics was developed in the sphere of medical care entailed that it was used for medical purposes and distributed in accordance to medical need. It is not always easy to determine the exact indications for IVF; doctors do not always agree on that. Are you a candidate if you have tried to get pregnant for a year? For two years? Is male subfertility an indication? And so on. However, it was clear that there should be some medical reason: something should be sick or unhealthy if you wanted to qualify for IVF. The same held for Prenatal Diagnostics (PND) and for Preimplantation Genetic Diagnostics (PGD). PND could show if your child suffered from chromosomal abnormalities or genetic disorders and PGD could basically do the same for subfertile couples who were eligible for IVF.
However, as we have just heard from Guido de Wert and Wybo Dondorp, now that we have IVF, PND and PGD the possibilities are endless. We might use PND to find out the sex of our baby. We can envision a genetic screening of a fetus or embryo on a hundred different diseases and conditions. Wouldn’t it be a good idea to do all that while we’re at it? We could eliminate a lot of suffering this way and make the world a better place, to speak with John Harris. Obviously we cannot yet offer extensive genetic testing to every woman in the childbearing age, but we can make a start and then hope that technology will gradually become available to everybody. And while we’re in the process: can’t we get rid of the whole idea that these techniques should be used for medical reasons? In a few years from now we might be able to see character traits or exterior characteristics. That may enable us to produce more intelligent, beautiful children. Shouldn’t we seize that opportunity and if not, why on earth not?
In terms of Walzer this sort of expansions of new technologies would lead to a blurring of boundaries and to boundary crossings. If we want to maintain a collective health insurance system we have to guard medical indications very carefully. The medical sphere is about distributing medical care according to medical need. It is not about remedying things that were never broke to begin with; our solidarity is limited. We are willing to pay for each other’s medical needs. We are not willing to pay for everything technology has to offer to do whatever anyone would like to be done. Relinquishing medical indications would mean opening the sphere of medical care and let market principles seep in. People would have to pay for advanced genetic testing or genetic enhancement themselves, so they would in effect become a privilege for the happy few. You may say that this has happened before, to other health care provisions and you are right about that. Dental care in the Netherlands for instance has become largely marketized. As a result the distinction between necessary dental care and cosmetic care has become blurred. Dentists these days can often tell their patients’ socioeconomic background by looking at their teeth. Of course, we may say, following Harris, that our rich folks will now gradually get unimaginably good teeth and that these dental provisions will be available for the poor in thirty years time, but I find the present inequality a high price to pay for general progress in an uncertain future. If we would allow rich people to buy genetic enhancement techniques we would likewise enlarge inequality. The happy few would presumably be exceptionally healthy, beautiful and intelligent and we poor sods would have to make do with whatever nature has bestowed upon us. Following Harris’ line of argument we should rejoice in the possible improvement of mankind and find consolation in the fact that our great, great grandchildren will be better off. I think most of us would not be willing to sacrifice our commitment to solidarity and equality for the sake of very distant relatives. We will probably do almost anything for our children, but descendants who have yet to be born whom we don’t know in person are a different matter altogether.

Hence I think many people would prefer for genetic technologies to remain within the boundaries of the medical sphere.

Now let us look at another form of border crossing. Your medical status may have consequences for the rest of your life. You have found out that you have a gene for breast cancer or early onset Alzheimer. In the nineteen eighties and early nineteen nineties already people were afraid that this might have consequences for your ability to buy life insurance. In many countries it was argued that this would be undesirable and that life insurance companies should not have the right to ask their clients about genetic tests they might have had. Before we look at life insurance let us consider this issue in a more general way. A medical condition is something discovered in the sphere of medical care, but you carry it with you in other societal spheres. Such a condition may influence your needs and preferences in other spheres. For example. When people are terminally ill with cancer they often want to take a long trip with a loved one and see favorite countries. When people are bedridden they may want to spend extra money on their garden, so they have something nice to look at from their window. Despite the fact that these people are sick we consider this to be consumer choices. Our health insurance will not cover the trip around the world or gardening services, nor do we think that it should. Of course a travel agency might offer a discount to patients who want to buy a trip, but he is under no obligation to do so. Buying the journey is a business transaction between consumer and provider. So is tending the garden.
Now let’s assume that our terminally ill patient does not want to make a last trip to a sunny spot. Instead he wants to take care of his relatives and he decides to take life insurance. That way his relatives will get a sum of money upon his death. Like the travel agency and the gardener, a life insurance company is a for profit company in the sphere of free exchange. If the travel agency and the gardener can simply stick to their business logic, shouldn’t we let our life insurer do the same thing with regard to terminally ill patients? And in fact we do. Life insurers are not asked to insure what is generally referred to as ‘burning houses’. When you are terminally ill with cancer it is too late to buy life insurance. So how about other conditions? Life insurers claim, not unjustly, that they simply try to establish risks for different sorts of people. If you live healthily chances that you reach old age increase. If you smoke a lot your chances go down. If you have a genetic condition that increases your chance to get breastcancer, colon cancer or early onset Alzheimer, chances that you reach old age go down. Life insurers ask for that sort of information and then determine the premium you have to pay. A higher risk means a higher premium. It is like fire insurance. If your house has a wooden roof, you run a higher risk of fire and on top of that you also have to pay a higher insurance premium. If you live in a run down neighborhood with a lot of crime, insuring your house or your bike will cost you more than it does in a low risk, beautiful countryside. All this is manifestly unfair but this is what insurance markets do and if they don’t they may go bankrupt. Markets are unfair the way love is unfair and insurance markets are exceptionally unfair.
However, in the early nineteen nineties people thought that asking life insurance clients about their genetic status would be more unfair than other things that went on in the life insurance market. Hence in some countries (in Belgium for example) legislation was passed to make sure that genetically challenged clients would still be able to buy life insurance. In other countries (in the Netherlands for example) insurers were forced to close a voluntary agreement that they would not ask for the results of a genetic test or ask people to submit to such a test, unless the aspiring client would like to leave a disproportionately large sum upon his death. This arrangement is known as genetic exceptionalism. The remarkable result of that is that life insurers now ask clients all sorts of things regarding their lifestyle and their medical condition but they are forbidden to ask for genetic information. If you smoke, if you are too fat, or don’t play sports you pay extra, but if you have a genetic condition you don’t. Life insurance almost conforms to the Dworkin criterion: it is ambition sensitive and endowment insensitive. Except that it is not altogether endowment insensitive. If your condition is just medical and not genetic you have to come clean about it: regardless how you got sick in the first place. This has all been very thoroughly researched by Maastricht researcher Ine van Hoyweghen in her book Risks in the Making. Travels in Life Insurance and Genetics.
Being a firm believer in the Walzerian approach I dislike this kind of mixed arrangements based on arbitrary distinctions. Can’t we get rid of the genetic exceptionalism? What would happen? Perhaps a small group of people (people with a family history of genetic disease, PGD clients) would have to pay a higher premium for life insurance. Would that be more unfair than it is for similar groups of people who suffer from other conditions or who have a risky lifestyle? If insurers would ask us all to take a genetic test a different situation might arise. They would find out that we all have lethal genes at some place or another; so that would hardly be worth the effort because there would not be sufficient reason to design a system of premium differentiation. So what would be the big deal?
I think the present situation is really strange. If life insurance is a market good we should let the market run its course and charge extra to those who run a higher risk, like the fire insurance and housing insurance. If not, we should try to reframe what life insurance is, we should redefine it and develop a distributional scheme based on social solidarity.

Personally I would not recommend that. If we have a sphere of medical care in which care is properly distributed according to medical need, if we have a sphere of education that assures that talented students can go to university, even if one of their parents has died prematurely as a result of a genetic condition, if we have a sphere of welfare that guarantees that we will never be destitute and that don’t have to beg for a living, then I see no need to take life insurance out of the market. 

Thank you.
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