
Information for Patients:
Quality and Communication

Celine Lewis 
CAPABILITY 2008



Importance of written information

• Genetic literacy amongst the general population 
is relatively low.

• Written info has been shown to improve patient 
satisfaction and knowledge of complex issues.

• Good quality information can allay anxiety.
• Can improve decision-making process 

necessary for giving informed consent to genetic 
testing.

• Visual aids (e.g. for inheritance patterns) are 
important part of the understanding process.



EUGT survey 2005-6

Assessed the quality of 
written patient information provided at the
genetic clinic and relating to genetic
testing in seven European
countries. 



Methods 
• 7 countries chosen : 

UK 
Netherlands 
Belgium 
Sweden
Germany
Poland 

• Countries chosen due to variation in geographical 
location, health and political systems, and genetic 
service development. 

• Contacted 2-3 genetic clinics in each country.



• Collected written info on genetic testing for 5 conditions: 
hereditary breast cancer
Duchenne muscular dystrophy
22q11 deletion
tuberous sclerosis
connexin 26 alteration

• Range of conditions in terms of:
inheritance patterns
age of diagnosis
common and rare conditions

Methods



Methods

• Tried to gather 2 pieces of written information for 
each condition, from each country. 

• 50 pieces assessed in total made up of personal 
letters and pre-written leaflets.

• Used number of tools to identify key issues that 
should be discussed in genetic consultation, in 
particular Discern Genetics (Oxford). 14 key 
issues identified.



Written information assessed for the 
inclusion or omission of 14 key issues

Information about
the condition:

• Background and 
Effect of 
Condition

• Treatment and 
Management

• Heredity and 
Risk

Information 
about the test:

•Type of Test
•Test Procedure
•Accuracy of Test

Psychosocial 
Issues:
•Psychological
consequences 
both +ve and -ve
e.g. relief, guilt, 
anxiety
•Consequences for 
relatives and 
partner e.g. what 
increased risk 
means for other 
family members



Key Findings:

• Written information more likely to discuss hard, factual 
information related to the condition and test, than more 
qualitative, experience based information related to the 
psychological and social implications of genetic testing.

• risks and limitations of genetic testing were infrequently 
discussed.

• pre-written leaflets provided a far more comprehensive 
discussion of key issues than personal letters.  

• Pre-written information was more readily available in 
Western Europe than in Central and Eastern Europe.



In Response…..

1) Develop pre-written information leaflets for patients and 
families about issues related to genetic testing.  

2) Develop these with the help of patients and families to 
ensure they are ‘patient focused’.

3) Ensure they address issues that were repeatedly omitted 
in information assessed.

4) Translate leaflets and make them freely available in 
genetic clinics across Europe. 



Patient Leaflets
• Survey of genetic specialists across the E.U.

• Information clinicians indicated most useful: 
– What is a genetic test?
– Inheritance patterns
– Information about chromosomes
– Predictive and prenatal testing
– Genetic glossary

• Patient Group representatives:
• Frequently Asked Questions About Genetic Testing
• Benefits, Risks and Limitations of Genetic Testing



11 titles

Patient groups consulted on the content of the leaf lets

1st draft leaflets tested out with patients 
for readability and content

Patients helped select images

Leaflets verified with professionals to ensure accu racy

Development of Leaflets















Translations
Adapt information to ensure it is correct for the country it will be used in

(change information about waiting times for results, contact details of support
organisations etc)

Translations done through bilingual genetic specialist
(PHD student or genetic professional)

Translations formatted into leaflets. Diagrams added

Disseminate leaflets through genetic clinics, national genetics societies 
and EuroGentest website

Final check by translator and another genetic specialist







Languages
1.  BULGARIAN 
2.  CZECH 
3.  DUTCH 
4.  ENGLISH
5.  ESTONIAN 
6.  FINNISH 
7.  GERMAN 
8.  ICELANDIC
9.  POLISH 
10. ROMANIAN 
11. SPANISH 
12.SWEDISH 
13. TURKISH

• Coming soon……
14. ARABIC 
15. FRENCH 
16. GREEK
17. HUNGARIAN 
18. ITALIAN
19. PORTUGUESE

20. SLOVAKIAN



New for 2008

• What happens in the Genetics Lab?
• Predictive Testing
• Carrier Testing
• Non-Diagnosis after Genetic Testing



www.eurogentest.org/patients


