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1. IDENTIFIERS

--------------

Date of interview: 



{DATE}

<dd/mm/yy>

Enter date as day/month/year, e.g. 05/02/2007

Interviewer ID number: 



{INTERID}

##

Household ID number




{HOUSEID}

####

Participant ID number



{PARTICID}
####

SECTION TO BE ADMINISTERED TO THE OLDER PERSON WITH DEMENTIA

A. DEMQOL (version 4)

Instructions: Read each of the following questions verbatim and show the respondent the response card (if used, otherwise repeat the options)

I would like to ask you about your life. There are no right or wrong answers. Just give the answer that best describes how you have felt in the last week. Don’t worry if some questions appear not to apply to you. We have to ask the same questions of everybody.

Before we start we’ll do a practise question; that’s one that doesn’t count. (If necessary, adapt the question to make it more culturally appropriate) In the last week, how much have you enjoyed watching television?

1 a lot
 2 quite a bit
 
3 a little 
4 not at all

Follow up with a prompt question: Why is that? or Tell me a bit more about that.

For all of the questions I’m going to ask you, I want you to think about the last week. First I’m going to ask about your feelings.

In the last week, have you felt ……

A1. Cheerful? 






1 – A lot

2 – Quite a bit

3 – A little

4 – Not at all             

 {DEMQOL1}  
#

A2. Worried or anxious? 





1 – A lot

2 – Quite a bit

3 – A little

4 – Not at all        


 {DEMQOL2}     #

A3. That you are enjoying life? 


1 – A lot

2 – Quite a bit

3 – A little

4 – Not at all       


 {DEMQOL3}
#

A4. Frustrated? 






1 – A lot

2 – Quite a bit

3 – A little

4 – Not at all        


 {DEMQOL4}
#

A5. Confident?  






1 – A lot

2 – Quite a bit

3 – A little

4 – Not at all        


 {DEMQOL5}
#

A6. Full of energy? 





1 – A lot

2 – Quite a bit

3 – A little

4 – Not at all         


 {DEMQOL6}
#

A7. Sad? 








1 – A lot

2 – Quite a bit

3 – A little

4 – Not at all         


 {DEMQOL7}
#

A8. Lonely? 







1 – A lot

2 – Quite a bit

3 – A little

4 – Not at all         


 {DEMQOL8}
#

A9. Distressed? 






1 – A lot

2 – Quite a bit

3 – A little

4 – Not at all         


 {DEMQOL9}
#

A10. Lively?  



     

1 – A lot

2 – Quite a bit

3 – A little

4 – Not atall         


 {DEMQOL10}    #

A11. Irritable? 






1 – A lot

2 – Quite a bit

3 – A little

4 – Not at all         


 {DEMQOL11}
#

A12. Fed-up? 







1 – A lot

2 – Quite a bit

3 – A little

4 – Not at all         


  {DEMQOL12}
#

A13. That there are things that you wanted to do but couldn’t?                               

1 – A lot

2 – Quite a bit

3 – A little

4 – Not at all         


  {DEMQOL13}  #

Next, I’m going to ask you about your memory. In the last week, how worried have you been about……….

A14. Forgetting things that happened recently?

1 – A lot

2 – Quite a bit

3 – A little

4 – Not at all            

 {DEMQOL14}  #

A15. Forgetting who people are?

 

1 – A lot

2 – Quite a bit

3 – A little

4 – Not at all           

 {DEMQOL15}  #

A16. Forgetting what day it is?  

 

1 – A lot

2 – Quite a bit

3 – A little

4 – Not at all           

 {DEMQOL16}  #

A17. Your thoughts being muddled?  

 

1 – A lot

2 – Quite a bit

3 – A little

4 – Not at all            

 {DEMQOL17}  #

A18. Difficulty making decisions?  
      

1 – A lot

2 – Quite a bit

3 – A little

4 – Not at all            

 {DEMQOL18}  #

A19. Poor concentration?  


 

1 – A lot

2 – Quite a bit

3 – A little

4 – Not at all           
      {DEMQOL19}  #

Now, I’m going to ask you about your everyday life. In the last week, how worried have you been about……….

A20. Not having enough company? 



1 – A lot

2 – Quite a bit

3 – A little

4 – Not at all            

{DEMQOL20}   #

A21. How you get on with people close to you? 

1 – A lot

2 – Quite a bit

3 – A little

4 – Not at all            


{DEMQOL21}  #  

A22. Getting the affection that you want? 

1 – A lot

2 – Quite a bit

3 – A little

4 – Not at all            


{DEMQOL22}  #

A23. People not listening to you? 

 

1 – A lot

2 – Quite a bit

3 – A little

4 – Not at all           


{DEMQOL23}  #

A24. Making yourself understood?  

 

1 – A lot

2 – Quite a bit

3 – A little

4 – Not at all            


{DEMQOL24}  #

A25. Getting help when you need it? 
 

1 – A lot

2 – Quite a bit

3 – A little

4 – Not at all            


{DEMQOL25}  #

A26. Getting to the toilet in time?       

1 – A lot

2 – Quite a bit

3 – A little

4 – Not at all            


{DEMQOL26}  #

A27. How you feel in yourself? 

 

1 – A lot

2 – Quite a bit

3 – A little

4 – Not at all           


{DEMQOL27}  #

A28. Your health overall?



 

1 – A lot

2 – Quite a bit

3 – A little

4 – Not at all           


{DEMQOL28}  #

We’ve already talked about lots of things: your feelings, memory and everyday life. Thinking about all of these things in the last week, how would you rate ……….

A29. Your quality of life overall?      

      1. Very good 

      2. Good 

      3. Fair 

      4. Poor                  
     {DEMQOL29}  #

SECTION TO BE ADMINISTERED TO THE CAREGIVER/INFORMANT FOR THE PERSON WITH DEMENTIA
B. DEMQOL - Carer (version 4)

Instructions: Read each of the following questions verbatim and show the respondent the response card (if used, otherwise repeat the options).

I would like to ask you about _________ (your relative’s) life, as you are the person who knows him/her best. There are no right or wrong answers. Just give the answer that best describes how _________ (your relative) has felt in the last week. If possible try and give the answer that you think _________ (your relative) would give. Don’t worry if some questions appear not to apply to _________ (your relative). We have to ask the same questions of everybody.

Before we start we’ll do a practise question; that’s one that doesn’t count. (If necessary, adapt the question to make it more culturally appropriate). In the last week how much has _________ (your relative) enjoyed watching television?

1 a lot
 2 quite a bit
 3 a little 
4 not at all

Follow up with a prompt question: Why is that? or Tell me a bit more about that.

For all of the questions I’m going to ask you, I want you to think about the last week.

First I’m going to ask you about _________ (your relative’s) feelings. In the last week, would you say that _________ (your relative) has felt……….

B1. Cheerful?   







1 – A lot

2 – Quite a bit

3 – A little

4 – Not at all             

{IDEMQ1}   #

B2. Worried or anxious? 






1 – A lot

2 – Quite a bit

3 – A little

4 – Not at all             

{IDEMQ2}   #

B3. Frustrated? 







1 – A lot

2 – Quite a bit

3 – A little

4 – Not at all             

{IDEMQ3}   #

B4. Full of energy?  






1 – A lot

2 – Quite a bit

3 – A little

4 – Not at all             

{IDEMQ4}   #

B5. Sad?






     

1 – A lot

2 – Quite a bit

3 – A little

4 – Not at all             

{IDEMQ5}   #

B6. Content? 








1 – A lot

2 – Quite a bit

3 – A little

4 – Not at all            

{IDEMQ6}   #

B7. Distressed? 







1 – A lot

2 – Quite a bit

3 – A little

4 – Not at all             

{IDEMQ7}   #

B8. Lively?  








1 – A lot

2 – Quite a bit

3 – A little

4 – Not at all             

{IDEMQ8}   #

B9. Irritable? 








1 – A lot

2 – Quite a bit

3 – A little

4 – Not at all            

{IDEMQ9}   #

B10. Fed-up 








1 – A lot

2 – Quite a bit

3 – A little

4 – Not at all             

{IDEMQ10}  #

B11. That he/she has things to look forward to?                                  

1 – A lot

2 – Quite a bit

3 – A little

4 – Not at all             

{IDEMQ11}  #

Next, I’m going to ask you about _________ (your relative’s) memory. In the last week, how worried would you say _________ (your relative) has been about……….

B12. His/her memory in general? 




1 – A lot

2 – Quite a bit

3 – A little

4 – Not at all              

{IDEMQ12}  #

B13. Forgetting things that happened a long time ago?  

1 – A lot

2 – Quite a bit

3 – A little

4 – Not at all              

{IDEMQ13}  #

B14. Forgetting things that happened recently? 

1 – A lot

2 – Quite a bit

3 – A little

4 – Not at all              

{IDEMQ14}  #

B15. Forgetting people’s names? 


 

1 – A lot

2 – Quite a bit

3 – A little

4 – Not at all               

{IDEMQ15} #

B16. Forgetting where he/she is? 


 

1 – A lot

2 – Quite a bit

3 – A little

4 – Not at all               

{IDEMQ16} #

B17. Forgetting what day it is? 


 

1 – A lot

2 – Quite a bit

3 – A little

4 – Not at all              

{IDEMQ17} #

B18. His/her thoughts being muddled?

 

1 – A lot

2 – Quite a bit

3 – A little

4 – Not at all              

{IDEMQ18}  #

B19. Difficulty making decisions? 


 

1 – A lot

2 – Quite a bit

3 – A little

4 – Not at all              

{IDEMQ19}  #

B20. Making him/herself understood? 

 

1 – A lot

2 – Quite a bit

3 – A little

4 – Not at all              

{IDEMQ20}  #

Now, I’m going to ask about _________ (your relative’s) everyday life. In the last week, how worried would you say _________ (your relative) has been about……….

B21. Keeping him/herself clean (eg washing and bathing)? 

1 – A lot

2 – Quite a bit

3 – A little

4 – Not at all               

{IDEMQ21} #

B22. Keeping him/herself looking nice? 

 

1 – A lot

2 – Quite a bit

3 – A little

4 – Not at all               

{IDEMQ22} #

B23. Getting what he/she wants from the shops? 

1 – A lot

2 – Quite a bit

3 – A little

4 – Not at all               

{IDEMQ23} #

B24. Using money to pay for things? 

 

1 – A lot

2 – Quite a bit

3 – A little

4 – Not at all               

{IDEMQ24} #

B25. Looking after his/her finances? 

 

1 – A lot

2 – Quite a bit

3 – A little

4 – Not at all               

{IDEMQ25} #

B26. Things taking longer than they used to?   

1 – A lot

2 – Quite a bit

3 – A little

4 – Not at all               

{IDEMQ26} #

B27. Getting in touch with people? 


 

1 – A lot

2 – Quite a bit

3 – A little

4 – Not at all               

{IDEMQ27} #

B28. Not having enough company? 


 

1 – A lot

2 – Quite a bit

3 – A little

4 – Not at all               

{IDEMQ28} #

B29. Not being able to help other people? 
 

1 – A lot

2 – Quite a bit

3 – A little

4 – Not at all               

{IDEMQ29} #

B30. Not playing a useful part in things? 
 

1 – A lot

2 – Quite a bit

3 – A little

4 – Not at all              

{IDEMQ30} #

B31. His/her physical health?                  

1 – A lot

2 – Quite a bit

3 – A little

4 – Not at all              

{IDEMQ31} #

We’ve already talked about lots of things: _________ (your relative’s) feelings, memory and everyday life. Thinking about all of these things in the last week, how would you say _________ (your relative) would rate……..

B32. His/her quality of life overall? 


      1. Very good 

      2. Good 

      3. Fair

      4. Poor



    {IDEMQ32} #

