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{INTERID}
##
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{HOUSEID}
####
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{PARTICID}
#

Participant ID number

A SELF-REPORTING QUESTIONNAIRE (SRQ)

A.1 Do you often have headaches? 




0
No

1
Yes

{SRQ1}
#

A.2 Is your appetite poor? 




0
No

1
Yes










{SRQ2}
#

A.3 Do you sleep badly? 




0
No

1
Yes

 








{SRQ3}
#

A.4 Are you easily frightened? 




0
No

1
Yes





{SRQ4}
#

A.5 Do your hands shake? 




0
No

1
Yes

 




{SRQ5}
#

A.6 Do you feel nervous, tense or worried? 




0
No

1
Yes



{SRQ6}
#

A.7 Is your digestion poor? 





0
No

1
Yes




{SRQ7}
#

A.8 Do you have trouble thinking clearly? 




0
No

1
Yes



{SRQ8}
#

A.9 Do you feel unhappy? 





0
No

1
Yes





{SRQ9}
#

A.10 Do you cry more than usual? 




0
No

1
Yes




{SRQ10}
#

A.11 Do you find it difficult to enjoy your daily activities? 





0
No

1
Yes





{SRQ11}
#

A.12 Do you find it difficult to make decisions? 




0
No

1
Yes


{SRQ12}
#

A.13 Is your daily work suffering? 





0
No

1
Yes



{SRQ13}
#

A.14 Are you unable to play a useful part in life? 






0
No

1
Yes










{SRQ14}
#

A.15 Have you lost interest in things? 




0
No

1
Yes



{SRQ15}
#

A.16 Do you feel that you are a worthless person? 




0
No

1
Yes

 
{SRQ16}
#

A.17 Has the thought of ending your life been in your mind? 





0
No

1
Yes

 




{SRQ17}
#

A.18 Do you feel tired all the time? 




0
No

1
Yes

 


{SRQ18}
#

A.19 Do you have uncomfortable feelings in your stomach? 






0
No

1
Yes






{SRQ19}
#

A.20 Are you easily tired? 




0
No

1
Yes

 



{SRQ20}
#
B WHOQOL-BREF B6

Please read each question, assess your feelings, and circle the number on the scale for each question that gives the best answer for you.
B.1 How would you rate your quality of life?





1
Very poor





2
Poor





3
Neither poor nor good





4
Good





5
Very good










{QoL1}
#

B.2 How satisfied are you with your health?





1
Very poor





2
Poor





3
Neither poor nor good





4
Good





5
Very good










{QoL2}
#

The following questions ask about how much you have experienced certain things in the last two weeks

B.3 To what extent do you feel that physical pain prevents you from doing what you need to do?







1
Not at all





2
A little





3
A moderate amount





4
Very much





5
Extremely









{QoL3}
#

B.4 How much do you need any medical treatment to function in your daily life?




1
Not at all





2
A little





3
A moderate amount





4
Very much





5
Extremely









{QoL4}
#

B.5 How much do you enjoy life?





1
Not at all





2
A little





3
A moderate amount





4
Very much





5
Extremely









{QoL5}
#

B.6 To what extent do you feel your life to be meaningful?





1
Not at all





2
A little





3
A moderate amount





4
Very much





5
Extremely









{QoL6}
#

B.7 How well are you able to concentrate?





1
Not at all





2
A little





3
A moderate amount





4
Very much





5
Extremely










{QoL7}
#

B.8 How safe do you feel in your daily life?





1
Not at all





2
A little





3
A moderate amount





4
Very much





5
Extremely










{QoL8}
#

B.9 How healthy is your physical environment?





1
Not at all





2
A little





3
A moderate amount





4
Very much





5
Extremely










{QoL9}
#

The following questions ask about how completely you experience or were able to do certain things in the last two weeks.

B.10 Do you have enough energy for everyday life?




1
Not at all





2
A little





3
A moderate amount





4
Very much





5
Extremely









{QoL10}
#

B.11 Are you able to accept your bodily appearance?





1
Not at all





2
A little





3
A moderate amount





4
Very much





5
Extremely









{QoL11}
#

B.12 Have you got enough money to meet your needs?





1
Not at all





2
A little





3
A moderate amount





4
Very much





5
Extremely









{QoL12}
#

B.13 How available to you is the information that you need in your day-to-day life?





1
Not at all





2
A little





3
A moderate amount





4
Very much





5
Extremely









{QoL13}
#

B.14 To what extent do you have the opportunity for leisure activities?





1
Not at all





2
A little





3
A moderate amount





4
Very much





5
Extremely









{QoL14}
#

B.15 How well are you able to get around?





1
Very poor





2
Poor






3
Neither poor nor good





4
Good





5
Very good










{QoL15}
#

The following questions ask you to say how satisfied you have felt about various aspects of your life over the last two weeks.

B.16 How satisfied are you with your sleep?

1
Very dissatisfied

2
Dissatisfied

3
Neither satisfied nor dissatisfied

4
Satisfied

5
Very satisfied










{QoL16}
#

B.17 How satisfied are you with your ability to perform your daily living activities?

1
Very dissatisfied

2
Dissatisfied

3
Neither satisfied nor dissatisfied

4
Satisfied

5
Very satisfied










{QoL17}
#

B.18 How satisfied are you with your capacity for work?

1
Very dissatisfied

2
Dissatisfied

3
Neither satisfied nor dissatisfied

4
Satisfied

5
Very satisfied










{QoL18}
#

B.19 How satisfied are you with yourself?

1
Very dissatisfied

2
Dissatisfied

3
Neither satisfied nor dissatisfied

4
Satisfied

5
Very satisfied










{QoL19}
#

B.20 How satisfied are you with your personal relationship?

1
Very dissatisfied

2
Dissatisfied

3
Neither satisfied nor dissatisfied

4
Satisfied

5
Very satisfied










{QoL20}
#

B.21 How satisfied are you with your sex life

1
Very dissatisfied

2
Dissatisfied

3
Neither satisfied nor dissatisfied

4
Satisfied

5
Very satisfied










{QoL21}
#

B.22 How satisfied are you with your personal relationships?

1
Very dissatisfied

2
Dissatisfied

3
Neither satisfied nor dissatisfied

4
Satisfied

5
Very satisfied










{QoL22}
#

B.23 How satisfied are you with the conditions of your living place?

1
Very dissatisfied

2
Dissatisfied

3
Neither satisfied nor dissatisfied

4
Satisfied

5
Very satisfied










{QoL23}
#

B.24 How satisfied are you with your health services?

1
Very dissatisfied

2
Dissatisfied

3
Neither satisfied nor dissatisfied

4
Satisfied

5
Very satisfied










{QoL24}
#

B.25 How satisfied are you with your transport?

1
Very dissatisfied

2
Dissatisfied

3
Neither satisfied nor dissatisfied

4
Satisfied

5
Very satisfied










{QoL25}
#

B.26 How often do you have negative feelings, such as blue mood, despair, anxiety, depression?

1
Very dissatisfied

2
Dissatisfied

3
Neither satisfied nor dissatisfied

4
Satisfied

5
Very satisfied









{QoL26}
#

C ZARIT CAREGIVER BURDEN INTERVIEW

INSTRUCTIONS:  The following questions reflect how people sometimes feel when taking care of another person.  After each question, indicate how often you feel that way, never, rarely, sometimes, quite frequently, or nearly always.  There are no right or wrong answers.

C.1 
Do you feel that your relative asks for more help than he/she 

needs?



0
Never

1
Rarely

2
Sometimes

3
Quite frequently

4
Nearly always

{ZB1}
#

C.2
Do you feel that because of the time you spend with your relative 
that you do not have enough time for yourself?

0
Never

1
Rarely

2
Sometimes

3
Quite frequently

4
Nearly always

{ZB2}
#

C.3
Do you feel stressed between caring for your relative and trying 

to meet other responsibilities for your family or work?

0
Never

1
Rarely

2
Sometimes

3
Quite frequently

4
Nearly always

{ZB3}
#

C.4
Do you feel embarrassed over your relative’s behaviour?





0
Never

1
Rarely

2
Sometimes

3
Quite frequently

4
Nearly always

{ZB4}
#

C.5
Do you feel angry when you are around your relative?






0
Never

1
Rarely

2
Sometimes

3
Quite frequently

4
Nearly always

{ZB5}
#

C.6
Do you feel that your relative currently affects your relationship with other family members or friends in a negative way?

0
Never

1
Rarely

2
Sometimes

3
Quite frequently

4
Nearly always

{ZB6}
#

C.7
Are you afraid what the future holds for your relative?





0
Never

1
Rarely

2
Sometimes

3
Quite frequently

4
Nearly always

{ZB7}
#

C.8
Do you feel your relative is dependent upon you?






0
Never

1
Rarely

2
Sometimes

3
Quite frequently

4
Nearly always

{ZB8}
#

C.9
Do you feel strained when you are around your relative?





0
Never

1
Rarely

2
Sometimes

3
Quite frequently

4
Nearly always

{ZB9}
#

C.10
Do you feel your health has suffered because of your involvement 

with your relative?

0
Never

1
Rarely

2
Sometimes

3
Quite frequently

4
Nearly always

{ZB10}
#

C.11
Do you feel that you do not have as much privacy as you would

like,
because of your relative?

0
Never

1
Rarely

2
Sometimes

3
Quite frequently

4
Nearly always

{ZB11}
#

C.12
Do you feel that your social life has suffered 
because you are caring for your relative?

0
Never

1
Rarely

2
Sometimes

3
Quite frequently

4
Nearly always

{ZB12}
#

C.13
Do you feel uncomfortable about having friends over, because of your relative?

0
Never

1
Rarely

2
Sometimes

3
Quite frequently

4
Nearly always

{ZB13}
#

C.14
Do you feel that your relative seems to expect you to take care 
of her/him, as if you were the only one she/he could depend on?

0
Never

1
Rarely

2
Sometimes

3
Quite frequently

4
Nearly always

{ZB14}
#

C.15
Do you feel that you do not have enough money to care for your relative, in addition to the rest of your expenses?

0
Never

1
Rarely

2
Sometimes

3
Quite frequently

4
Nearly always

{ZB15}
#

C.16
Do you feel that you will be unable to take care of your relative much longer?

0
Never

1
Rarely

2
Sometimes

3
Quite frequently

4
Nearly always

{ZB16}
#

C.17
Do you feel you have lost control of your life since your relative’s illness?


0
Never

1
Rarely

2
Sometimes

3
Quite frequently

4
Nearly always

{ZB17}
#

C.18
Do you wish you could just leave the care of your relative to someone else?


0
Never

1
Rarely

2
Sometimes

3
Quite frequently

4
Nearly always

{ZB18}
#

C.19
Do you feel uncertain about what to do about your relative?



0
Never

1
Rarely

2
Sometimes

3
Quite frequently

4
Nearly always

{ZB19}
#

C.20
Do you feel you should be doing more for your relative?





0
Never

1
Rarely

2
Sometimes

3
Quite frequently

4
Nearly always

{ZB20}
#

C.21
Do you feel you could do a better job in caring for your relative?



0
Never

1
Rarely

2
Sometimes

3
Quite frequently

4
Nearly always

{ZB21}
#

C.22
Overall, how burdened do you feel in caring for your relative?




0
Not at all





1
A little





2
Fairly





3
Quite a bit





4
Very

{ZB22}
#
D
Coping Knowledge

D.1 If your relative begins to wander it is a good idea to:

1 not let them out of your sight so you always know were they are.



Disagree

 1



Neither/not sure
 3




Agree


 5








{cope11}
#

2 install unfamiliar locks on street doors so they won’t be able to get out



Disagree

 1



Neither/not sure
 3




Agree


 5









{cope12}
#

3 keep them in one room most of the time and only let them out with supervision



Disagree

 1



Neither/not sure
 3




Agree


 5









{cope13}
#

D.2 If your elderly relative suffers from poor memory you can help by:

1 constantly repeating things to them until they sink in



Disagree

 1



Neither/not sure
 3




Agree


 5









{cope21}
#

2 provide them with memory aids such as diaries, notes and calendars



Disagree

 1



Neither/not sure
 3




Agree


 5









{cope22}
#

3 ignore their constant questions or tell them it’s not important



Disagree

 1



Neither/not sure
 3




Agree


 5









{cope23}
#

D.3 If you disagree with your relative and you know you are right, you should:

1 argue with them till your points sinks in



Disagree

 1



Neither/not sure
 3




Agree


 5









{cope31}
#

2 avoid confrontation by seeking something to distract them



Disagree

 1



Neither/not sure
 3




Agree


 5









{cope32}
#

3 point out that they do not understand because of their confusion



Disagree

 1



Neither/not sure
 3




Agree


 5









{cope33}
#

D.4 If you find you are embarrassed by your relative when you go out in public you should:

1 leave your relative at home when you go out



Disagree

 1



Neither/not sure
 3




Agree


 5









{cope41}
#

2 find excuses not to visit others and stay home



Disagree

 1



Neither/not sure
 3




Agree


 5









{cope42}
#

3 explain to your friends and neighbours what is the matter and hope they will make allowances  



Disagree

 1



Neither/not sure
 3




Agree


 5









{cope43}
#

D.5 If your relative follows you about all over the house it is best to:

1 tell them firmly to stop following you



Disagree

 1



Neither/not sure
 3




Agree


 5









{cope51}
#

2 always tell them where you are going and why



Disagree

 1



Neither/not sure
 3




Agree


 5









{cope52}
#

3 ignore them



Disagree

 1



Neither/not sure
 3




Agree


 5









{cope53}
#

D.6 If your relative becomes alert and agitated at night, it is a good idea to:

1 Ask your doctor to give them a check up, they may be unwell



Disagree

 1



Neither/not sure
 3




Agree


 5









{cope61}
#

2 make sure (s)he has plenty of activities during the day



Disagree

 1



Neither/not sure
 3




Agree


 5









{cope62}
#

4 lock them in their bedroom for their own safety



Disagree

 1



Neither/not sure
 3




Agree


 5









{cope63}
#

D.7 If your elderly confused relative refuses to take a bath you 

should:

1 be firm and tell them that they need to have a bath regularly



Disagree

 1



Neither/not sure
 3




Agree


 5









{cope71}
#

2 let the matter pass and try later on



Disagree

 1



Neither/not sure
 3




Agree


 5









{cope72}
#

4 sponge them down in the bed the next morning



Disagree

 1



Neither/not sure
 3




Agree


 5









{cope73}
#

D.8 If your relative starts to see or hear things that are not there the best thing to do is:

1 tell them clearly there is nothing there



Disagree

 1



Neither/not sure
 3




Agree


 5









{cope81}
#

2 comfort their feelings without agreeing or disagreeing with them



Disagree

 1



Neither/not sure
 3




Agree


 5









{cope82}
#

3 pretend you too can see or hear them and tell them that there is nothing to worry about



Disagree

 1



Neither/not sure
 3




Agree


 5









{cope83}
#

D.9 Confused older people sometimes find it difficult to keep themselves clean and to dress properly. You should:

1 Always make sure that they bath every day even if they resist



Disagree

 1



Neither/not sure
 3




Agree


 5









{cope93}
#

2 Change their usual clothes to something simpler, if they are finding them difficult to put on



Disagree

 1



Neither/not sure
 3




Agree


 5









{cope94}
#

3 Make all the decisions for them, as they are confused and you know best



Disagree

 1



Neither/not sure
 3




Agree


 5









{cope95}
#

D.10 If your relative sometimes passes water in their bed at night or in their clothes in the day, you should:

1 Remind them regularly to go to the toilet



Disagree

 1



Neither/not sure
 3




Agree


 5









{cope101}
#

2 Make sure they clean up afterwards to discourage them for doing this again



Disagree

 1



Neither/not sure
 3




Agree


 5









{cope102}
#

3 Put up signs around the house pointing the way to the toilet



Disagree

 1



Neither/not sure
 3




Agree


 5









{cope103}
#

D.11 If your relative anxiously keeps repeating the same question, you should:

1 try to reassure them by showing them some love or affection



Disagree

 1



Neither/not sure
 3




Agree


 5









{cope111}
#

2 make sure you always answer the question



Disagree

 1



Neither/not sure
 3




Agree


 5









{cope112}
#

3 don’t give them attention it will only encourage them to call out    more



Disagree

 1



Neither/not sure
 3




Agree


 5









{cope113}
#

D.12 When older people become forgetful and confused relatives should:

1 take over as many tasks as possible  



Disagree

 1



Neither/not sure
 3




Agree


 5









{cope121}
#

2 encourage them to do what they can even if they sometimes make mistakes



Disagree

 1



Neither/not sure
 3




Agree


 5









{cope122}
#

3 Protect their dignity by stopping them from embarrassing themselves in front of others



Disagree

 1



Neither/not sure
 3




Agree


 5









{cope123}
#

E. NEURPSYCHIATRIC Inventory questionnaire

Please answer the following questions based on changes that have occurred since your (xxxx) first began to experience memory problems.

Circle “yes” only if the symptom has been present in the past month. Otherwise, circle “no”

E.1 (DELUSIONS) Does your (xxxx) believe that others are stealing from him or her, or planning to harm him or her in some way?



No
0



Yes
1

{NPI1}
#

IF NO SKIP TO E.2

E.1.1
Rate the severity of the symptom (how it affects your (xxxx))



Mild (noticeable, but not a significant change)

1



Moderate (significant, but not a dramatic change
2



Severe (very marked or prominent; a dramatic change)
3

{NPI1SEV}
#
E.1.2
Rate the distress you experience because of that symptom (how it affects you)


Not distressing at all






0


Minimal (Slightly distressing, not a problem to cope with)
1


Mild (not very distressing, generally easy to cope with)
2


Moderate (fairly distressing, not always easy to cope with)
3


Severe (very distressing, difficult to cope with)

4


Extreme or very severe (extremely distressing,


5

      unable to cope with)
{NPI1DIS}
#
E.2 (HALLUCINATIONS) Does your (xxxx) act as if he or she hears voices? Does he or she talk to people who are not there?

No
0



Yes
1

{NPI2}
#
IF NO SKIP TO E.3

E.2.1
Rate the severity of the symptom (how it affects your (xxxx))



Mild (noticeable, but not a significant change)

1



Moderate (significant, but not a dramatic change
2



Severe (very marked or prominent; a dramatic change)
3

{NPI2SEV}
#
E.2.2
Rate the distress you experience because of that symptom (how it affects you)


Not distressing at all






0


Minimal (Slightly distressing, not a problem to cope with)
1


Mild (not very distressing, generally easy to cope with)
2


Moderate (fairly distressing, not always easy to cope with)
3


Severe (very distressing, difficult to cope with)

4


Extreme or very severe (extremely distressing,


5

      unable to cope with)
{NPI2DIS}
#
E.3 (AGITATION OR AGGRESSION) Is your (xxxx) stubborn and resistive to help from others?

No
0



Yes
1

{NPI3}
#
IF NO SKIP TO E.4

E.3.1
Rate the severity of the symptom (how it affects your (xxxx))



Mild (noticeable, but not a significant change)

1



Moderate (significant, but not a dramatic change
2



Severe (very marked or prominent; a dramatic change)
3

{NPI3SEV}
#
E.3.2
Rate the distress you experience because of that symptom (how it affects you)


Not distressing at all






0


Minimal (Slightly distressing, not a problem to cope with)
1


Mild (not very distressing, generally easy to cope with)
2


Moderate (fairly distressing, not always easy to cope with)
3


Severe (very distressing, difficult to cope with)

4


Extreme or very severe (extremely distressing,


5

      unable to cope with)
{NPI3DIS}
#
E.4 (DEPRESSION OR DYSPHORIA) Does your (xxxx) act as if he or she is sad or in low spirits? Does he or she cry?

No
0



Yes
1

{NPI4}
#
IF NO SKIP TO E.5

E.4.1
Rate the severity of the symptom (how it affects your (xxxx))



Mild (noticeable, but not a significant change)

1



Moderate (significant, but not a dramatic change
2



Severe (very marked or prominent; a dramatic change)
3

{NPI4SEV}
#
E.4.2
Rate the distress you experience because of that symptom (how it affects you)


Not distressing at all






0


Minimal (Slightly distressing, not a problem to cope with)
1


Mild (not very distressing, generally easy to cope with)
2


Moderate (fairly distressing, not always easy to cope with)
3


Severe (very distressing, difficult to cope with)

4


Extreme or very severe (extremely distressing,


5

      unable to cope with)
{NPI4DIS}
#
E.5 (ANXIETY) Does your (xxxx) become upset when separated from you? Does he or she have any other signs of nervousness, such as shortness of breath, sighing, being unable to relax, or feeling excessively tense?

No
0



Yes
1

{NPI5}
#
IF NO SKIP TO E.6

E.5.1
Rate the severity of the symptom (how it affects your (xxxx))



Mild (noticeable, but not a significant change)

1



Moderate (significant, but not a dramatic change
2



Severe (very marked or prominent; a dramatic change)
3

{NPI5SEV}
#
E.5.2
Rate the distress you experience because of that symptom (how it affects you)


Not distressing at all






0


Minimal (Slightly distressing, not a problem to cope with)
1


Mild (not very distressing, generally easy to cope with)
2


Moderate (fairly distressing, not always easy to cope with)
3


Severe (very distressing, difficult to cope with)

4


Extreme or very severe (extremely distressing,


5

      unable to cope with)
{NPI5DIS}
#
E.6
(ELATION OR EUPHORIA) Does your (xxxx) appear to feel too good or act excessively happy?

No
0



Yes
1

{NPI6}
#
IF NO SKIP TO E.7

E.6.1
Rate the severity of the symptom (how it affects your (xxxx))



Mild (noticeable, but not a significant change)

1



Moderate (significant, but not a dramatic change
2



Severe (very marked or prominent; a dramatic change)
3

{NPI6SEV}
#
E.6.2
Rate the distress you experience because of that symptom (how it affects you)


Not distressing at all






0


Minimal (Slightly distressing, not a problem to cope with)
1


Mild (not very distressing, generally easy to cope with)
2


Moderate (fairly distressing, not always easy to cope with)
3


Severe (very distressing, difficult to cope with)

4


Extreme or very severe (extremely distressing,


5

unable to cope with)
{NPI6DIS}
#
E.7
(APATHY OR INDIFFERENCE) Does your (xxxx) seem less interested in his or her usual activities and plans of others?

No
0



Yes
1

{NPI7}
#
IF NO SKIP TO E.8

E.7.1
Rate the severity of the symptom (how it affects your (xxxx))



Mild (noticeable, but not a significant change)

1



Moderate (significant, but not a dramatic change
2



Severe (very marked or prominent; a dramatic change)
3

{NPI7SEV}
#
E.7.2
Rate the distress you experience because of that symptom (how it affects you)


Not distressing at all






0


Minimal (Slightly distressing, not a problem to cope with)
1


Mild (not very distressing, generally easy to cope with)
2


Moderate (fairly distressing, not always easy to cope with)
3


Severe (very distressing, difficult to cope with)

4


Extreme or very severe (extremely distressing,


5

unable to cope with)
{NPI7DIS}
#
E.8 (DISINHIBITION) Does your (xxxx) seem to act impulsively? For example, does your (xxxx) talk to strangers as if he or she knows them, or does your (xxxx) say things that may hurt people’s feeling?

No
0



Yes
1

{NPI8}
#
IF NO SKIP TO E.9

E.8.1
Rate the severity of the symptom (how it affects your (xxxx))



Mild (noticeable, but not a significant change)

1



Moderate (significant, but not a dramatic change
2



Severe (very marked or prominent; a dramatic change)
3

{NPI8SEV}
#
E.8.2
Rate the distress you experience because of that symptom (how it affects you)


Not distressing at all






0


Minimal (Slightly distressing, not a problem to cope with)
1


Mild (not very distressing, generally easy to cope with)
2


Moderate (fairly distressing, not always easy to cope with)
3


Severe (very distressing, difficult to cope with)

4


Extreme or very severe (extremely distressing,


5

      unable to cope with)
{NPI8DIS}
#
E.9
(IRRITABILITY OR LABILITY) Is your (xxxx) impatient and cranky? Does he or she have difficulty coping with delays or waiting for planned activities?

No
0



Yes
1

{NPI9}
#
IF NO SKIP TO E.10

E.9.1
Rate the severity of the symptom (how it affects your (xxxx))



Mild (noticeable, but not a significant change)

1



Moderate (significant, but not a dramatic change
2



Severe (very marked or prominent; a dramatic change)
3

{NPI9SEV}
#
E.9.2
Rate the distress you experience because of that symptom (how it affects you)


Not distressing at all






0


Minimal (Slightly distressing, not a problem to cope with)
1


Mild (not very distressing, generally easy to cope with)
2


Moderate (fairly distressing, not always easy to cope with)
3


Severe (very distressing, difficult to cope with)

4


Extreme or very severe (extremely distressing,


5

      unable to cope with)
{NPI9DIS}
#
E.10 (MOTOR DISTURBANCE) Does your (xxxx) engage in repetitive activities, such as pacing around the house, handling buttons, wrapping string, or doing other things repeatedly?

No
0



Yes
1

{NPI10}
#
IF NO SKIP TO E.11

E.10.1 Rate the severity of the symptom (how it affects your (xxxx))



Mild (noticeable, but not a significant change)

1



Moderate (significant, but not a dramatic change
2



Severe (very marked or prominent; a dramatic change)
3

{NPI10SEV}
#
E.10.2 Rate the distress you experience because of that symptom (how it affects you)


Not distressing at all






0


Minimal (Slightly distressing, not a problem to cope with)
1


Mild (not very distressing, generally easy to cope with)
2


Moderate (fairly distressing, not always easy to cope with)
3


Severe (very distressing, difficult to cope with)

4


Extreme or very severe (extremely distressing,


5

unable to cope with)
{NPI10DIS}
#
E.11 (NIGHTIME) Does your (xxxx) awaken you during the night, rise too early in the morning, or take excessive naps during the day?

No
0



Yes
1

{NPI11}
#
IF NO SKIP TO E.12

E.11.1 Rate the severity of the symptom (how it affects your (xxxx))



Mild (noticeable, but not a significant change)

1



Moderate (significant, but not a dramatic change
2



Severe (very marked or prominent; a dramatic change)
3

{NPI11SEV}
#
E.11.2 Rate the distress you experience because of that symptom (how it affects you)


Not distressing at all






0


Minimal (Slightly distressing, not a problem to cope with)
1


Mild (not very distressing, generally easy to cope with)
2


Moderate (fairly distressing, not always easy to cope with)
3


Severe (very distressing, difficult to cope with)

4


Extreme or very severe (extremely distressing,


5

      unable to cope with)
{NPI11DIS}
#
E.12 (APPETITE AND EATING) Has your (xxxx) lost or gained weight, or had a change in the food he she likes? 

No
0



Yes
1

{NPI12}
#
IF NO SKIP TO F1
E.12.1 Rate the severity of the symptom (how it affects your (xxxx))



Mild (noticeable, but not a significant change)

1



Moderate (significant, but not a dramatic change
2



Severe (very marked or prominent; a dramatic change)
3

{NPI12SEV}
#
E.12.2 Rate the distress you experience because of that symptom (how it affects you)


Not distressing at all






0


Minimal (Slightly distressing, not a problem to cope with)
1


Mild (not very distressing, generally easy to cope with)
2


Moderate (fairly distressing, not always easy to cope with)
3


Severe (very distressing, difficult to cope with)

4


Extreme or very severe (extremely distressing,


5

      unable to cope with)
{NPI12DIS}
#
THE FOLLOWING QUESTIONS ARE ADMINISTERED TO THE PERSON WITH DEMENTIA
F
Quality of life (DEMOQOL- version4) – for the person with dementia
INSTRUCTIONS: Read each of the following questions (in bold) and show the respondent the response card.

I would like to ask you about your life. There are no right or wrong answers. Just give the answer that 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 to everybody.
Before we start we’ll do a practice question; that’s one that doesn’t count. (Change this question to a more appropriate question to your locality and culture if necessary). In the last week, how much have you enjoyed watching television?

A lot


quite a bit

a little

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. 

F1. In the last week, have you felt cheerful?



a lot


1




quite a bit

2




a little

3




not at all

4









{demqol1}
#

F2. In the last week, have you felt worried or anxious?




a lot


1




quite a bit

2




a little

3




not at all

4









{demqol2}
#

F3. In the last week, have you felt that you are enjoying life?




a lot


1




quite a bit

2




a little

3




not at all

4









{demqol3}
#

F4. In the last week, have you felt frustrated?




a lot


1




quite a bit

2




a little

3




not at all

4









{demqol4}
#

F5. In the last week, have you felt confident?




a lot


1




quite a bit

2




a little

3




not at all

4









{demqol5}
#

F6. In the last week, have you felt full of energy?




a lot


1




quite a bit

2




a little

3




not at all

4









{demqol6}
#

F7. In the last week, have you felt sad?




a lot


1




quite a bit

2




a little

3




not at all

4









{demqol7}
#

F8. In the last week, have you felt lonely?




a lot


1




quite a bit

2




a little

3




not at all

4









{demqol8}
#

F9. In the last week, have you felt distressed?




a lot


1




quite a bit

2




a little

3




not at all

4









{demqol9}
#

F10. In the last week, have you felt lively?




a lot


1




quite a bit

2




a little

3




not at all

4









{demqol10}
#

F11. In the last week, have you felt irritable?




a lot


1




quite a bit

2




a little

3




not at all

4









{demqol11}
#

F12. In the last week, have you felt fed-up?




a lot


1




quite a bit

2




a little

3




not at all

4









{demqol12}
#

F13. In the last week, have you felt that are things that you wanted to do but coudn’t?




a lot


1




quite a bit

2




a little

3




not at all

4









{demqol13}
#

Next, I’m going to ask you about your memory. 

F14. In the last week, how worried have you been about forgetting things that happened recently?




a lot


1




quite a bit

2




a little

3




not at all

4









{demqol14}
#

F15. In the last week, how worried have you been about forgetting who people are?




a lot


1




quite a bit

2




a little

3




not at all

4









{demqol15}
#

F16. In the last week, how worried have you been about forgetting what day it is?




a lot


1




quite a bit

2




a little

3




not at all

4









{demqol16}
#

F17. In the last week, how worried have you been about your thoughts being muddled?




a lot


1




quite a bit

2




a little

3




not at all

4









{demqol17}
#

F18. In the last week, how worried have you been about difficulty making decisions?




a lot


1




quite a bit

2




a little

3




not at all

4









{demqol18}
#

F19. In the last week, how worried have you been about poor concentration?




a lot


1




quite a bit

2




a little

3




not at all

4









{demqol19}
#

Now, I’m going ask you about your everyday life.

F20. In the last week, how worried have you been about not having enough company?




a lot


1




quite a bit

2




a little

3




not at all

4









{demqol20}
#

F21. In the last week, how worried have you been about how you get on with people close to you?




a lot


1




quite a bit

2




a little

3




not at all

4









{demqol21}
#

F22. In the last week, how worried have you been about getting the affection that you want?




a lot


1




quite a bit

2




a little

3




not at all

4









{demqol22}
#

F23. In the last week, how worried have you been about people not listening to you?




a lot


1




quite a bit

2




a little

3




not at all

4









{demqol23}
#

F24. In the last week, how worried have you been about making yourself understood?




a lot


1




quite a bit

2




a little

3




not at all

4









{demqol24}
#

F25. In the last week, how worried have you been about getting help when you need it?




a lot


1




quite a bit

2




a little

3




not at all

4









{demqol25}
#

F26. In the last week, how worried have you been about getting to the toilet in time?




a lot


1




quite a bit

2




a little

3




not at all

4









{demqol26}
#

F27. In the last week, how worried have you been about how you feel in yourself?




a lot


1




quite a bit

2




a little

3




not at all

4









{demqol27}
#

F28. In the last week, how worried have you been about your health overall?




a lot


1




quite a bit

2




a little

3




not at all

4









{demqol28}
#

F29. 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 your quality of life overall?




very good

1




good


2




fair


3




poor


4









{demqol29}
#
