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inTrodUcTion

meThods and maTerial
The questionnaire includes 82 Items asking different stakeholders about their knowledge about genetics in general 
and new techniques, professional experiences in the genetic context and their personal attitudes, fears and expec-
tations focusing on the disclosure and the confrontation with findings from genomic high-throughput techniques 
(Figure 1).  The survey link was published via newsletters and homepages (e.g. German Association for Bipolar Dis-
order (DGBS), The German Association for Psychiatry, Psychotherapy and Psychosomatics (DGPPN), Medical Centers 
of the Universities of Goettingen and Munich).The recruitment started in May 2016 and so far the sample includes 
1271 subjects. We analyzed the data of 838 participants, who completed the online survey. Descriptive measures of 
the sample are shown in Table 1.  

resUlTs
Table 1. Descriptive measures of the sample 
(M=Mean; SD=Standard Deviation; R=Range; SE=Standard Error)
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   Figure 1. Sections of the questionnaire

Figure 2. If my genetic data are collected during a clinical 
evaluation or scientific study I would like to receive informa-
tion on the following findings:

Table 2. Differences between individuals with and without 
psychiatric disorder (M=Mean; SE=Standard Error)

Figure 4. Plot of effect sizes (Cohen‘s d) of differences bet-
ween individuals with and without psychiatric disorders 
shown in Table 2.

Transferring new techniques into clinical everyday practice im-
plicates the arrangement of the terms of this innovation and the 
considerations of ethical, legal and social aspects (ELSA). In order 
to successfully implement genomic high-throughput techniques 
which bring along benefits such as a more individual therapeutic 
interventions, research has to address these ELSA questions on 
customers´ and providers’ sides. The large pool of sensitive infor-
mation remains difficult to interpret and many ethical, social, and 
legal issues, e.g. regarding informed consent and privacy, are still 
in need of clarification. GenoPerspektiv (www.genoperspektiv.
de), an interdisciplinary project, aims to survey the attitudes to-

wards the use of genomic high-throughput techniques and com-
pare the views of different stakeholders, e.g. geneticists, physi-
cians, patients and the general population (N=1000). To get an 
idea of the current perspectives, we developed a questionnaire 
that investigates on one hand the current state of knowledge of 
the field of genetics and the legal aspects of genome sequencing 
and on the other hand surveys the personal attitudes, fears, and 
expectations toward genome sequencing 
techniques. Identifying and comparing dif-
ferent stakeholders enabled us to glance 
at the attitudes of psychiatric patients to-

wards genomic high-throughput procedures. This will help guide 
the field of psychiatric genetics in the years to come. Investiga-
tions of the population have shown that the majority is in favor 
of full disclosure of genomic information (Bui et al. 2014; Bollin-
ger et al. 2012).

 

 

 
 

Item 

 
Individuals 

with 
psychiatric 

disorder (N=96) 
 
 

(1=strongly disagree – 
5= strongly agree) 

 
Individuals 

without 
psychiatric 

disorder 
(N=477) 

 
(1=strongly disagree – 

5= strongly agree) 
 
1. If my genetic data are collected during a clinical 
evaluation or scientific study I would like to receive 
information on the following findings: 
Mental illnesses (e.g. depression, schizophrenia) 
 

 
M = 4.14 
SE = .024 

 
M = 3.45 
SE = .068 

 
2. How much would the following finding influence your 
quality of life? 
(1= very much – 5= not at all) 
 
Probability of outbreak: 100% 
Course of the disease: severe 
Possibilities for treatment: none 
Estimated time until outbreak: in 30 years 
 

 
M = 2.24 
SE = .114 

 
M = 2.56 
SE = .055 

 
3. If a critical finding emerges from a genetic 
evaluation (e.g. increased probability for an incurable 
disease such as dementia) I would want the following 
kind of counselling: 
 
a. Counselling by a psychologist 
b. Counselling by a general practitioner 
c. Counselling by a human geneticist 
 

a. M = 4.48 
SE = .085 

M = 4.0 
SE = .051 

b. M = 3.67 
SE = .136 

M = 3.34 
SE = .060 

c. M = 4.34 
SE = .090 

M = 4.09 
SE = .048 

 
4. Suppose someone (age: 30 years) has a genetic 
evaluation performed. The evaluation shows an 
increased probability that in 20-30 years the person 
will develop Alzheimer’s disease, for which there is 
currently no cure. What consequences do you think 
are likely? 
 
a. Psychological stress 
b. Person will become depressed 
c. Person will decide not to have children 
 

a. M = 4.56 
SE = .064 

M = 4.34 
SE = .038 

b. M = 3.6 
SE = .089 

M = 3.33 
SE = .042 

c. M = 3.24 
SE = .107 

M = 2.94 
SE = .047 

 
5. When we are planning a family my partner should have 
their genome sequenced. 

 
M = 2.8 
SE = .145 

 
M = 2.5 
SE = .057 
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Item 
(see Table 2 for detailed description) 

 

Demographic Variables Sample (N=838) 

Age M = 35.9   SD= 17.6  R = 18 - 84 

Sex Male     33.7 %  

Female     63.3 %  

Educational Level academic degree   46.6 % 

12-13 years of school   43.5 %  

<10 years of school  9.9 % 

Religion Catholic    27 %  

Protestant    29.4 % 

No Confession    37.8 % 

Other    5.8 %    

Professional Role in the Healthcare 

System 

Yes    22.9 %   (N=192) 

No    77.1 %   (N=645) 

(e.g. Physicians (N=12), Nursing Staff (N=27),Medical 

Student (N=29), Scientists (N=59)) 

Patients Somatic Genetic Disease 13.5% (N=112) 
 
Psychiatric disorder            18.2% (N=154) 

 

discUssion
Results revealed that there generally is a positive and open attitu-
de towards the implementation of genomic high-throughput pro-
cedures in the clinical practice, but that there are also concerns 
as for themselves participants draw the line.  Results showed that 
about the half of our participants would get tested voluntarily. The 
willingness to receive information that results from genomic data 
depended on the characteristics of the potential finding, especi-
ally availability of treatment. Individuals were much more open 
to receiving information about a potential somatic genetic disea-
se than about a psychiatric disorder. This finding is highly relevant 
to the field of psychiatric genetics as is indicates that there still 
might be subliminal tendencies of stigmatization. When asked for 
potential consequences after disclosure of a clinical relevant fin-
ding, the majority of our participants considered an ensuing de-
pression a likely occurrence. The results revealed that attitudes 
of individuals with psychiatric disorder seem to slightly vary from 
attitudes of the general population. First of all, to them, geno-
mic information about a psychiatric disorder is more relevant or 
welcomed in comparison to subjects without a psychiatric disor-
der. Furthermore, they seem to demand more professional coun-
selling after disclosure (by psychologists and human geneticists). 
In our sample, individuals with a psychiatric disorder tended to 
anticipate negative consequences stronger (e.g. depression; de-
ciding against offspring; distress) than individuals without a psy-
chiatric disorder. Being more aware of one´s vulnerability could 
be one possible explanation for these differences. These findings 
are important for the field of psychiatric genetics as they suggest 
that genomic high-throughput procedures  should be embedded 
in a consultative context that is carefully aligned to the needs of 
psychiatric patients. 
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Please visit our Website for more information:
 

www.genoperspektiv.de

Figure 3. Below we will describe various findings that 
could occur during  genome sequencing. How much would 
the following findings influence your quality of life?


