
The Mind the Risk Project in Simple Language 
Göttingen, June 2018 

Mind the Risk is an international research project. Researchers from Uppsala, Birmingham, 
Göttingen, Manchester, Milano and Stockholm are working together in this project. It is 
funded by the Swedish foundation “Riksbankens Jubileumsfonds for the Humanities and 
Social Sciences”. In this project, experts in medical ethics, philosophy, medicine, psychology, 
sociology, public health are collaborating. The project time span is from 2013 to 2019. 

Background 

With new methods for analysis of human genetic makeup (so-called genetic tests), it is 
possible to predict the probability of someone getting a disease. This works for more and 
more diseases, which is why these methods become more and more important in medicine. 
Every human has a different genetic make-up, therefore we speak of “individualized 
medicine”. Individualized medicine uses knowledge about the genetic make-up of a single 
person. Such knowledge can help curing people or prevent them from getting sick. Knowing 
the probability of a disease to develop in the future, can be a burden for any person. The 
society, health care sector, patients and decision-makers must therefore think about ways to 
handle this knowledge. 

Most people are lay people when it comes to medicine. In our work in Göttingen, we examine 
what lay people think about new methods for analysing human genetic make-up. We are 
interested in lay people’s opinions and their view on the role of genetic knowledge for 
themselves and for others. We also examine how they would deal with this genetic knowledge 
and how they think about the responsibilities that come along with it. We are also interested in 
lay people’s opinions on genetic tests that are available on the internet.  

Research topics 

Our project is addressing five research topics: 

1. Lay people and their attitudes towards genetic tests. A genetic test can be done when there 
are no signs yet of a disease. The genetic analysis is then aimed at a prediction. With such a 
genetic test, you can determine the probability of a person to get sick. This result is called 
“genetic risk”. However, it is not always clear what genetic risk means, exactly. That is why 
we have examined the term “genetic risk” and its meanings very closely. We also have 
conducted group interviews about genetic tests for breast cancer and Alzheimer’s disease with 
lay people. We are interested in what lay people know about this type of disease prediction, 
how well they understand it and what they think of it. We have conducted these group 
interviews in the UK, the Netherlands and Israel. Now, we compare the opinions from these 
different countries. We want to find out what the differences are and what they have in 
common (2017-2019).  

2. Patient organisations and their opinions on “individualized medicine”. There are many 
patient organisations in Germany, but also on an international level. Patient organisations 
represent the interests and needs of patients and their relatives. That is why they are interested 
in “individualized medicine” in relation to many different diseases. We want to know more 
about the special needs and interests of patient organisations in this regard. Therefore, we 
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analyse reports, websites and public statements of patient organisations and interview with 
their representatives. We want to understand how important the development of 
individualized medicine is to them. We also want to know what advantages and disadvantages 
they see in it. For that purpose, we examine different patient organizations that are engaged 
with different diseases: e.g. different cancer therapies, Alzheimer’s disease, rheumatoid 
arthritis. 

3. “Genetic responsibility”– what does that mean? Many researchers have investigated the 
issue of responsibility related to knowledge about human genetic make-up. Many books and 
articles are published in scientific journals that address “genetic responsibility”. We have 
examined these articles systematically to understand what “genetic responsibility" means. We 
also have examined how this term is to be understood theoretically. 

4. Companies that sell genetic tests on the internet. Some companies sell genetic tests over the 
internet directly to consumers. We have conducted group interviews with lay people about 
such tests. We also have taken a closer look at what these companies write, but also what 
colours, images and headlines they use to draw attention for their genetic tests. We assume 
that these companies are trying to convince consumers to buy their products. That is different 
from doctor-patient consultations that only lead to genetic testing when there are 
circumstances that point at a certain disease. We have asked people what they thought of that 
and what they would prefer. Our results show that lay people are mostly critical when it 
comes to genetic tests from the internet. They prefer the personal consultation with doctors. 
At the same time, however, most of them oppose a general ban of such internet offers. Next, 
we will investigate the differences between lay people’s opinions in different countries 
(Germany, UK, Israel and the Netherlands) in a comparative study. 
 
5. Communication of treatment risks in doctor-patient consultations for cancer treatment. 
With genetic tests for specific traits, so-called biomarkers, it will be possible to tell if the body 
of a person will respond to cancer treatment or not in the future. This way, patients will be 
divided into groups, a process called stratification. Biomarkers can predict a patient’s 
response to therapy. Many doctors and scientists in the medical field are doing research on 
biomarkers. We have observed how doctors talk to patients in doctor-patient consultations 
about biomarker research. Additionally, we talked to cancer patients about their opinions on 
and expectations of biomarkers. We wanted to find out the opinions of patients that got cancer 
treatment and took part in a study, which is the new form of therapy at the same time. This is 
important because, in the future, this new form of therapy will have an impact on treatment 
decisions. Our findings show that patients have trouble to distinguish between treatment and 
participation in research. For patients, this form of division of patient groups (stratification), 
in which the biomarker is checked before treatment to determine if the body will respond to 
the cancer medication, is strange. As affected persons, they have trouble imagining that the 
cancer treatment is ineffective. Therefore, doctors should account for cancer patients’ 
difficulties in understanding the aims of genetic research. 
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