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Section 1: Taking part in DIRECT  

Genes are the building blocks of your body, and are the reason that everyone is different. A person’s 

genes can influence what you look like on the outside and how your body works on the inside.  

DIRECT stands for ‘Diabetes Research on Patient Stratification’. Patient stratification means looking at a 

person’s genetic information to see how this can affect their risk of developing a certain disease, and 

the types of treatments they might need. Some patients can experience bad reactions (side effects) to 

certain drugs, while other patients might feel much better using the same drug. By looking at people’s 

genetic information, doctors and scientists can learn the best way to treat certain patients. This might 

mean giving them a different drug or changing their dose.  

 

1. Why did you decide to take part in this study? (Tick the box which most closely applies to you) 

 
Strongly 
Disagree 

Disagree 

Neither 
Disagree 

nor 
Agree 

Agree 
Strongly 

Agree 

Prefer 
not to 

say 

I thought I would get better 

treatment             

I wanted to learn more 

about diabetes             

I thought it would not take 

too much time             

I thought I had to take part             

I’m interested in medical 

research             

I thought it would help 

others with diabetes             

The study was easy to 

understand             
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2. Since taking part in DIRECT, please tell us whether you agree or not with the following statements: 

Since taking part in DIRECT… 
Strongly 
Disagree 

Disagree 
Neither 

Disagree 
nor Agree 

Agree 
Strongly 

Agree 

Prefer 
not to 

say 

I understand more about 
diabetes               

I have enjoyed taking part in 
this research study               

I have wanted to change my 
lifestyle (e.g. diet, exercise, 

alcohol, smoking)   
            

I have enjoyed spending more 
time with doctors and nurses               

I understand more about 
medical research               

 

3. Since taking part in DIRECT, please tell us whether you agree or not with the following statements: 

Since taking part in DIRECT… 
Strongly 
Disagree 

Disagree 
Neither 
Disagree 

nor Agree 
Agree 

Strongly 
Agree 

Prefer 
not to 

say 

I feel worried about the test 
results              

It has taken a lot of my time             

I did not enjoy giving blood 
samples             

The instructions were difficult 
to understand               

 

4. Before DIRECT, have you ever taken part in any other research study? 

 Yes 

 No 

 Prefer not to say 
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5. Would you take part in another research study in the future? 

 Yes, I would take part in any study 

 Yes, but only if it was about diabetes  

 Maybe  

 No  

 I don’t know 

 

The DIRECT project aims to develop tests that will help doctors recognise patients who are likely to 

develop diabetes, will experience bad side effects to certain treatments, or who need a high or low 

dose of a drug. To develop these tests, DIRECT may run clinical trials in the future. Taking part in a 

clinical trial may involve visiting this hospital again and having more blood samples taken.  

 

6. If the clinical trials were run at a centre near you, would you be interested in taking part? 

 Yes 

 No 

 Maybe 

 I don’t know 
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Section 2: Sharing DIRECT data 

The DIRECT study has collected lots of different types of data about patients, which includes details about 

participants medical history, lifestyle (e.g. diet and exercise), and also genetic information. No 

identifiable data (e.g. name and address etc.) is stored in the database, which means that people like 

you, who have taken part in this study, cannot be identified by researchers.  

Sharing the data that DIRECT has collected with other research groups might mean that new tools and 

treatments can be developed faster. We would like to find out more about your views on this. 

 

7. In general, how do you feel about people’s data being shared for medical research? 

  Very supportive 

 Fairly supportive 

 Neither supportive or unsupportive 

 Fairly unsupportive 

 Very unsupportive 

 I don’t know 

 

8. How do you feel about your data (non-identifiable) being shared for medical research? 

  Very supportive 

 Fairly supportive 

 Neither supportive nor unsupportive 

 Fairly unsupportive 

 Very unsupportive 

 I don’t know 
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9. Do you agree with the following statements? 

 
Strongly 
Disagree 

Disagree 
Neither 
Disagree 

nor Agree 
Agree 

Strongly 
Agree 

Prefer 
not to 

say 

It is important to me to advance 

research as quickly as possible                         

It is important to me that my 

privacy is protected             

There are benefits to sharing 

my genetic information             

There are risks to sharing my 

genetic information             

 

10. Would you be happy if the following types of data were shared with other researchers?  

 
Very 

unhappy  
unhappy 

Neither 
unhappy 

nor happy 
Happy 

Very 
happy 

Prefer 
not to 

say 

My medical history 
                        

My genetic information 
            

Blood test results  
            

Information about my lifestyle 

(diet, exercise, smoking etc.)             

Personal information (e.g. age, 

income, marital status)             
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11. Would you be happy for your data (non-identifiable) to be shared with the following groups of 
people? 

 
Very 

unhappy  
unhappy 

Neither 
unhappy 

nor happy 
Happy 

Very 
happy 

Prefer 
not to 

say 

Research teams in other 

universities across Europe                         

Research teams in other 

universities around the world             

Government funded 

organisations involved with 

health research 
            

Commercial research 

companies (e.g. drug 

companies) 
            

Charities involved in research 
            

Patient organisations involved 

in research             

 

12. How important is it that you decide what TYPES of data from this study are shared? 

 Not at all important 

 Fairly unimportant 

 Neither important or unimportant 

 Fairly important 

 Extremely important 

 I don’t know  
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13. How important is it that you decide WHO your data is shared with? 

 Not at all important 

 Fairly unimportant 

 Neither important or unimportant 

 Fairly important 

 Extremely important 

 I don’t know  

 

14. In your opinion, how likely is it that sharing your medical data and genetic information will 
improve the health care that diabetes patients receive in the future? 

 Very likely 

 Somewhat likely 

 Neither likely nor unlikely 

 Somewhat unlikely  

 Very unlikely  

 I don’t know  
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15. How important are the following factors when your data is being shared with other research 
teams outside of the DIRECT database? 

 
Extremely 
important  

Fairly 
Important 

Neither 
important 

nor 
unimportant 

Fairly  
Unimportant  

Not at all 
important 

Prefer 
not to 

say 

Researchers 
cannot identify me                           

The database is 
highly secure             

I can withdraw my 
data at any time             

An expert 
committee must 
approve every 

application before 
researchers have 

access 

            

Members of the 
DIRECT project can 

monitor how my 
data is being used 
by other research 

teams 
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In some projects, researchers must submit an application, explaining what data they would like and what 

they plan to do with it, before they are allowed access to it. An expert committee will then look through 

this application and make a decision based on whether the research is important and meets ethical 

standards. 

 

16. If DIRECT had a committee like this, who would you like to be in it? (Tick all that apply) 

 A researcher from DIRECT 

 A diabetes doctor or nurse 

 A representative from a diabetes patient organisation 

 DIRECT participants 

 A lawyer 

 A lay person/member of the public 

 I don’t know 

 None of the above 

 Other 
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Section 3: About you  

Finally, we would like to hear a little bit about you. This information is only collected so we can 

understand who has taken part in this questionnaire. We will not be able to identify you from this 

information.  

 

17. What is your gender? 18. How old are you? (years) 

 Male 

 Female 

 Other 

 Prefer not to say 

 

 18 – 30 

 31 – 40 

 41 – 50 

 

 51 – 60 

 71+ 

 Prefer not to 

say 

 

19. Have you been diagnosed with diabetes? 20. When were you diagnosed with diabetes? 

 Yes 

 No 

 I don’t know 

 Prefer not to say 

If you answered ‘No’, please go to question 21 

 Less than two years ago 

 More than two years ago 

 I don’t know 

 Prefer not to say 

 

21. What is your highest level of education? 22. How would you rate your own health? 

 Less than secondary / high school 

 Secondary / high school 

 Vocational/professional qualifications 

 Bachelor’s degree 

 Postgraduate degree 

 Other 

 Prefer not to say 

 Very good 

 Good 

 Fair 

 Poor 

 Very poor 

 Prefer not to say 
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23. How would you rate your knowledge of 
genetics? 

24. Have you ever had a job that was related to 
health care or medicine?  

 Very good 

 Good 

 Fair 

 Poor 

 Very poor 

 Prefer not to say 

 Yes 

 No 

 Prefer not to say 

 

 

 


