10/66 Dementia Research Group

Follow-up incidence study

March 2007
Informant questionnaire
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IDENTIFIERS
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Date of interview:                 {DATE}        <dd/mm/yy>

Enter date as day/month/year, e.g. 05/01/2007

Interviewer ID number:             {INTERID}        ##

Household ID number                {HOUSEID}        #####
Participant ID number              {PARTICID}       #
INFORMANT INTERVIEW

NOTES FOR INTERVIEWER

1) Who should be the informant?

The informant should be the person who knows the older person best and if possible should be the same informant as was interviewed at baseline.

They are likely to be coresident with the older person, but do not have to be, if a non-coresident is better qualified to be the informant.

They are likely to be a family member, but again, do not have to be, if a friend or neighbour is better qualified to be the informant.

Time spent with the older person may be a criterion for deciding the best informant, if there are several coresident family members.

Where the older person needs care and support, then you should aim to select the main caregiver as the informant. 

The main caregiver may be the person who provides most ‘hands on’ care, or may be the family member who organises the arrangements for ‘hands on’ care. 

In general, you should not select a paid caregiver to be the informant; choose the family member who is the main organisational caregiver instead.

2) Content

The informant interview has three modules

MODULE 1    BACKGROUND MODULE

This module provides information about the informant, and is administered, in full, to all informants

MODULE 2    CARE MODULE

This module provides information about care arrangements for the older person, and impact upon the caregiver. 

It is administered to all those who were dementia cases at baseline.
MODULE 3    INFORMANT MODULE

This module provides clinical information about the older person, from the perspective of the informant. 

The informant section of the Community Screening Instrument for Dementia informant (asking about evidence of cognitive and functional impairment) is administered in full to all informants.  

The longer HASDDS (asking in detail about the course and onset of a possible dementia syndrome) is administered to all those who were dementia cases at baseline. 

The NPI-Q (asking about behavioural and psychological symptoms) is administered in full to all informants.

MODULE 1    BACKGROUND MODULE

NOTE FOR INTERVIEWERS
B1.0 Is the informant the same as the baseline?             

       Same as baseline        1

       Other                   2

       Not known               9                 {inform}     #

Thank you for agreeing to speak with me. Mainly, I am going to be asking you questions about your xxxx. However, to begin with, I would like to ask you a few questions about yourself.

B1.1    How old are you?                        {CARERAGE}    ##

B1.2   CODE GENDER                              

       1    Female            

       2    Male                                {CARERSEX}    #

B1.3  What is your relationship to your xxxx?    

       1      Spouse            

       2      Son/Daughter        

       3      Son/Daughter-in-law    

       4      Sibling            

       5      Other relative

       6      Friend

       7      Neighbour

       8      Other                              {CARERREL}    #

B1.4 Do you normally live with your xxxx?        

       0    No 

       1    Yes                                  {CARELIVE}    #

B1.5 Are you married?                            

       1    Never married        

       2    Currently married or cohabiting    

       3    Separated or divorced            

       4    Widowed

       9    Not known                            {CAREMAR}     #

B1.6  How much schooling have you had?                                

       1    None

       2    Minimal

       3    Completed Primary

       4    Completed Secondary (metric)

       5    Completed Tertiary (college)/

            further education                    {CAREEDUC}    #

B1.8    INFORMANT EMPLOYMENT AND INCOME

B1.8.1  Do you have a job?                

        1      Paid full-time work    

        2      Paid part-time work    

        3      Unemployed (looking for work)            

        4      Student            

        5      Housewife/husband (full-time)            

        6      Retired                           {CJOB}        #

If no job (3-6) SKIP to B1.8.3

B1.8.2 What is your job?                                

       1      Manager/administrator                

       2      Professional (eg health, teaching, legal, financial)        

       3      Associate professional (eg technical, nursing,   

              artistic)    

       4      Clerical worker /secretary     

       5      Shop keeper

       6      Skilled labourer (e.g building, electrical etc.)

       7      Semi-skilled labourer (e.g helper of skilled 
              labourer)

       8      Unskilled labourer

       9      Agricultural worker

       99     Missing Value                      {CJOBCAT}    #

B1.8.3 Do you receive any income, allowances or benefits? 

CODE EACH BENEFIT OR ALLOWANCE FOR TYPE, AND THE APPROXIMATE MONTHLY INCOME FROM EACH

Allowance or benefit            Value per month

{CBNTYPE1}    #                {CBEN1}    ######

{CBNTYPE2}    #                {CBEN2}    ######

{CBNTYPE3}    #                {CBEN3}    ######

{CBNTYPE4}    #                {CBEN4}    ######

                                999999=don’t know

Benefit type    (code as follows)

       Government pension                    1

       Occupational pension                  2

       Disability pension or benefit         3

       Money from family                     4

       Income from rented land or property   5

       Income from paid work                 6

       Caregiver benefit                     7

       Other (please specify)                8

       No further income/benefit             9

B1.9 TIME SPENT WITH THE OLDER PERSON 

Thinking about the last two days, how much time have you spent with your xxxx each day?  
First of all, what about yesterday morning, how much of the time were you with your xxxx?

THEN ASK IN TURN ABOUT EACH OF THE EIGHT PERIODS LISTED BELOW 

B1.9.1 Yesterday - Morning (7am – 12noon)         

       0      None of the time   

       1      Part of the time     

       2      All of the time                  {AM1}        #

       Yesterday - Afternoon (12 noon-5pm)    

       0      None of the time   

       1      Part of the time     

       2      All of the time                  {PM1}        #

       Yesterday - Evening (5pm-10pm)        

       0      None of the time   

       1      Part of the time     

       2      All of the time                  {EVE1}       #

       Yesterday - Night (10pm-7am)         

       0      None of the time   

       1      Part of the time     

       2      All of the time                  {NITE1}      #

B.1.9.2 Day before yesterday - Morning (7am–12 noon)

       0      None of the time   

       1      Part of the time     

       2      All of the time                  {AM2}        #

       Day before yesterday - Afternoon (12 noon-5pm)        

       0      None of the time   

       1      Part of the time     

       2      All of the time                  {PM2}        #

       Day before yesterday - Evening (5pm-10pm)    

       0      None of the time   

       1      Part of the time     

       2      All of the time                  {EVE2}       #

       Day before yesterday - Night (10pm-7am)    

       0      None of the time   

       1      Part of the time     

       2      All of the time                  {NITE2}      #

B1.10 SELF-REPORTING QUESTIONNAIRE (SRQ)

B1.10.1 Do you often have headaches?             

       0    No

       1    Yes                                 {SRQ1}    #

B1.10.2 Is your appetite poor?                                 

       0    No

       1    Yes                                 {SRQ2}    #  

B1.10.3 Do you sleep badly?                                        

       0    No

       1    Yes                                 {SRQ3}    #  

B1.10.4 Are you easily frightened?                                   

       0    No

       1    Yes                                 {SRQ4}    # 

B1.10.5 Do your hands shake?                            

       0    No

       1    Yes                                 {SRQ5}    # 

B1.10.6 Do you feel nervous, tense or worried?                             

       0    No

       1    Yes                                 {SRQ6}    # 

B1.10.7 Is your digestion poor?                                     

       0    No

       1    Yes                                 {SRQ7}    #

B1.10.8 Do you have trouble thinking clearly?                             

       0    No

       1    Yes                                 {SRQ8}    #

B1.10.9 Do you feel unhappy?                                          

       0    No

       1    Yes                                 {SRQ9}    #

B1.10.10 Do you cry more than usual?                                 

       0    No

       1    Yes                                 {SRQ10}    #

B1.10.11 Do you find it difficult to enjoy your daily activities?                         

       0    No

       1    Yes                                 {SRQ11}    # 

B1.10.12 Do you find it difficult to make decisions?                          

       0    No

       1    Yes                                 {SRQ12}    #

B1.10.13 Is your daily work suffering?                                 

       0    No

       1    Yes                                 {SRQ13}    # 

B1.10.14 Are you unable to play a useful part in life?                         

       0    No

       1    Yes                                 {SRQ14}    # 

B1.10.15 Have you lost interest in things?                              

       0    No

       1    Yes                                 {SRQ15}    #

B1.10.16 Do you feel that you are a worthless person?                          

       0    No

       1    Yes                                 {SRQ16}    #

B1.10.17 Has the thought of ending your life been in your mind?                         

       0    No

       1    Yes                                {SRQ17}    #

B1.10.18 Do you feel tired all the time?             

       0    No

       1    Yes                                {SRQ18}    #

B1.10.19 Do you have uncomfortable feelings in your stomach?                 

       0    No

       1    Yes                                {SRQ19}    #

B1.10.20 Are you easily tired?                                      

       0    No

       1    Yes                                {SRQ20}    #

CONTINUE OVER FOR MODULE 2
MODULE 2    CARE MODULE 
USE THE FOLLOWING OPEN ENDED QUESTIONS IN ORDER TO 

1) SKETCH OUT THE FAMILY NETWORK 

2) ESTABLISH IF THE OLDER PERSON NEEDS AND GETS ANY CARE FROM FAMILY MEMBERS OR OTHERS

3) IDENTIFY WHO IS RESPONSIBLE FOR ORGANISING AND PROVIDING ‘HANDS ON’ CARE

4) ESTABLISH WHETHER THE INFORMANT IS INVOLVED IN ORGANISING CARE OR PROVIDING HANDS ON CARE, AND IF SO WHETHER HE OR SHE IS ONE OF THE MAIN CAREGIVERS. 

YOU SHOULD WRITE DOWN THE INFORMANT’S ANSWERS ON THIS SHEET, AND THEN BE PREPARED TO CODE THE THREE QUESTIONS ON THE NEXT SHEET.

Who shares the home with your xxxx?
What kind of help does your xxx need

inside of the home?
outside of the home?
Who, in the family, is available to care for your xxxx?
What help do you provide?

Do you help to organise care and support for your xxxx?
Is there anyone else in the family who is more involved in helping than you?
What about friends and neighbours?

FROM THE ANSWERS TO THE OPEN-ENDED QUESTIONS CODE FOR C1.1, 1.2 AND 1.3 THE DESCRIPTIONS IN YOUR OPINION, THAT BEST SUIT THE OLDER PERSON AND THE INFORMANT

C1. CARE ARRANGEMENTS

C1.1  The older person                        

       1    needs care much of the time

       2    needs care occasionally

       3    does not need care; 

            they are able to do everything for themselves         
                                                   {CARENEED}    #

NOTE – ANSWER THIS QUESTION VERY CAREFULLY. 

ONLY CODE 3 IF YOU ARE CERTAIN THAT THE OLDER PERSON IS COMPLETELY INDEPENDENT. ASK YOURSELF, WHAT WOULD HAPPEN IF THE OLDER PERSON WAS LEFT ON THEIR OWN FOR 24 HOURS? WOULD THEY BE ABLE TO COPE? IF NOT, THEN 2 MAY BE A MORE APPROPRIATE CODE.

C1.2 The informant is the                     

(CODE THE LOWEST VALUE THAT APPLIES)

       1    one of the main ‘hands on’ caregivers

       2    one of the main ‘organisational’ caregivers 

       3    only slightly involved in providing or organising care

       4    not at all involved in providing or organising care   
                                                   {CAREWHO1}    #

C1.3 ‘Hands on’ care is provided mainly by         

       1    one or more family members

       2    one or more unpaid friends or neighbours

       3    one or more paid caregivers

       4    no hands on care provided              {CAREWHO2}    #

C1.4 Have you given up or cut down on work to care for your xxxx?

       1    Yes, given up work 

       2    Yes, cut down

       3    No                                     {CUTBACK}     #
       If 2 (yes, cut down) – SKIP to C1.6

       If 3 (No) – SKIP to C1.7                                   

C1.5   If (yes, given up):                     

       How long ago did you give up work?               

       CODE ANSWER IN MONTHS                      {CUTWHEN}    ###

C1.6   If 2 (yes, cut back): 

       By how many hours per week did you cut back on your work?  
                                                  {CUTHOUR}    ###

C1.7   Do any other friends or relatives regularly help to care for your xxxx?                             

       0    No 

       1    Yes                                   {CAREHELP}    #

       If no – SKIP to C1.12

C1.8   If yes:  

       For how many hours per week on average do they stand in for 

       you?                                       {HELPHOUR}   ###

C1.9  Have any friends and relatives stayed off work over the last 

      3 months to help with caregiving?

       0    No 

       1    Yes                                   {HELPCUT}     #

       If no SKIP to C1.12

C1.10  If yes: 

       For how long have they stayed off work?        

       CODE WEEKS IN THE LAST THREE MONTHS       {HELPWEEK}    ##
       MV=99
C1.11        What was their job?                            

        1      Manager/administrator                

        2      Professional (eg health, teaching, legal, 

               financial)            

        3      Associate professional (eg technical, nursing, 

               artistic)    

        4      Clerical worker /secretary     

        5      Shop keeper

        6      Farmer

        7      Skilled labourer (e.g building, electrical etc.)

        8      Semi-skilled labourer (e.g helper of skilled 
               labourer)

        9      Unskilled labourer

        99     Missing Value                     {HELPJOB}     ##
C1.12 Is anyone paid to help your xxxx during the day?         

       1   No paid help            

       2   Occasional    

       3   Regular

       4   Constant                               {DAYPAID}     #

C1.13 Is anyone paid to help your xxxx during the night? 

        1   No paid help

        2   Sleep-in paid help    

        3   Waking paid help                      {NTPAID}      #

C2. CARE INPUTS

I am now going to ask you some questions about some types of help that your xxxx may need. 

Some of them may not apply, but I am going to ask about them anyway

C2.1    COMMUNICATING WITH THE PERSON

        Please consider the following examples of activities:

     1    Answering the same question again and again

     2    Trying to make sense of what the person says

     3    Leaving reminders for the person

Thinking back over the past day, how much time did you spend in the last 24 hours (day and night) doing these types of activities?

     Hours                             (MV = 99)   {CASHRS1}    ##     

C2.2    USING TRANSPORT

        Please consider the following examples of activities:
     1  Organising transport or reminding the person about means 
        of transport

2 Taking the person to various places (other than shopping) 
        by car, public transport, taxi or any other means of  

        transport

Thinking back over the past day, how much time did you spend in the last 24 hours (day and night) doing these types of activities?

       0    no time        

       1    less than 1 hour

       2    1 to 2 hours    

       3    more than two hours                     {CASHRS2}    #

C2.3    DRESSING

     Please consider the following examples of activities:

     1      Reminding the person to dress

     2      Choosing what to wear

     3      Laying out clothes

     4      Helping the person to dress or undress

     5      Supervising the person dressing

     6      Keeping the person from undressing at the wrong time

Thinking back over the past day, how much time did you spend in the last 24 hours (day and night) doing these types of activities?

       0    no time        

       1    less than 1 hour

       2    1 to 2 hours    

       3    more than two hours                     {CASHRS3}    #

C2.4    EATING

     Please consider the following examples of activities:

     1      Reminding the person to eat

     2      Setting up utensils and food

     3      Cutting or arranging food on the plate

     4      Supervising or encouraging the person to eat

     5      Cleaning the person after eating

Thinking back over the past day, how much time did you spend in the last 24 hours (day and night) doing these types of activities?

        0    no time        

        1    less than 1 hour

        2    1 to 2 hours    

        3    more than two hours                   {CASHRS4}     #

C2.5    LOOKING AFTER ONE’S APPEARANCE

     Please consider the following examples of activities:

     1      Reminding the person to brush their teeth, brush their 
            hair, apply cosmetics, shave or care for nails

     2      Helping the person to groom

     3      Setting out items for grooming activities

     4      Supervising grooming activities

     5      Maintaining the person’s appearance over the course of 
            the day

Thinking back over the past day, how much time did you spend in the last 24 hours (day and night) doing these types of activities?

       0    no time        

       1    less than 1 hour

       2    1 to 2 hours    

       3    more than two hours                     {CASHRS5}    #

C2.6    SUPERVISING THE PERSON

     Please consider the following examples of activities:

1 Keeping an eye on the person to be sure that they do 
       not wander off or get into some kind of difficulty

     2      Looking out for the person

     3      Preventing the person from getting lost

     4      Finding the person if they get lost

Thinking back over the past day, how much time did you spend in the last 24 hours (day and night) doing these types of activities?

    Hours                      (MV = 99)           {CASHRS6}    ##     

C2.7    HELPING WITH TOILETTING

    Please consider the following examples of activities:

    1    Reminding, encouraging or persuading the person to use 
         the toilet

    2    Helping the person to the toilet, and on and off the 
         toilet

    3    Dealing with incontinence, eg washing the person, 
         cleaning clothes

Thinking back over the past day, how much time did you spend in the last 24 hours (day and night) doing these types of activities?

       0    no time        

       1    less than 1 hour

       2    1 to 2 hours    

       3    more than two hours                    {CASHRS7}    #

C2.8    HELPING WITH BATHING

    Please consider the following examples of activities:

    1    Reminding, encouraging or persuading the person to wash 
         or bathe

    2    Helping the person to wash or bathe

Thinking back over the past day, how much time did you spend in the last 24 hours (day and night) doing these types of activities?

           0    no time        

           1    less than 1 hour

           2    1 to 2 hours    

           3    more than two hours                 {CASHRS8}    #

C3. 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.

C3.1 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}    #

C3.2 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}    #

C3.3 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}    #

C3.4 Do you feel embarrassed over your relative’s behaviour?                        

0    Never

1    Rarely

2    Sometimes

3    Quite frequently

4    Nearly always                          {ZB4}    #

C3.5  Do you feel angry when you are around your relative?                           

0    Never

1    Rarely

2    Sometimes

3    Quite frequently

4    Nearly always                          {ZB5}    #

C3.6 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}    #

C3.7 Are you afraid what the future holds for your relative?                        

0    Never

1    Rarely

2    Sometimes

3    Quite frequently

4    Nearly always                          {ZB7}    #

C3.8 Do you feel your relative is dependent upon you?                            

0    Never

1    Rarely

2    Sometimes

3    Quite frequently

4    Nearly always                          {ZB8}    #

C3.9 Do you feel strained when you are around your relative?                        

0    Never

1    Rarely

2    Sometimes

3    Quite frequently

4    Nearly always                          {ZB9}    #

C3.10 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}   #

C3.11 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}    #

C3.12 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}    #

C3.13 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}    #

C3.14 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}    #

C3.15 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}    #

C3.16 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}    #

C3.17 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}    #

C3.18 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}    #

C3.19 Do you feel uncertain about what to do about your relative?        

0    Never

1    Rarely

2    Sometimes

3    Quite frequently

4    Nearly always                            {ZB19}    #

C3.20 Do you feel you should be doing more for your relative? 

0    Never

1    Rarely

2    Sometimes

3    Quite frequently

4    Nearly always                            {ZB20}    #

C3.21 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}    #

C3.22 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}    #

MODULE 3    INFORMANT MODULE

Now I am going to ask you some questions about xxxx. As you know, your xxxx has given me permission to speak to you about him/ her. It is important to have another point of view, as we all find it difficult to describe ourselves.

1. COGNITIVE AND FUNCTIONAL IMPAIRMENT (CSI-D: Section B - Informant interview)

FIRST OF ALL, I WOULD LIKE TO ASK A FEW BRIEF QUESTIONS ABOUT HER ACTIVITIES NOWADAYS.

I.CSID.1 HAVE YOU SEEN A CHANGE IN HER DAILY ACTIVITIES IN THE PAST SEVERAL YEARS? 

       IF YES - PLEASE DESCRIBE

       0    No change

       1    Diminution in range of activities, and/ or reduced 

       ability to carry out activities              {ACTIV}      #

I.CSID.2 HAS THERE BEEN A GENERAL DECLINE IN HER MENTAL FUNCTIONING?  

       0    No change

       1    General decline                         {MENTAL}     #

I.CSID.3 WE ALL HAVE SLIGHT DIFFICULTIES IN REMEMBERING THINGS AS WE GET OLDER, BUT HAS THIS BEEN A PARTICULAR PROBLEM FOR HER? 

       0    No

       1    Yes                                     {MEMORY}     #

NOW I WOULD LIKE TO ASK YOU ABOUT OTHER CHANGES YOU MAY HAVE NOTICED IN HER 

I.CSID.4 DOES SHE FORGET WHERE SHE HAS PUT THINGS?    

         IF YES - HOW OFTEN DOES THAT HAPPEN?                

             0    No             

             1    Yes, Sometimes

             2    Yes, Regularly                    {PUT}        #

I.CSID.5 DOES SHE FORGET WHERE THINGS ARE USUALLY KEPT?               

         IF YES - HOW OFTEN DOES THAT HAPPEN?                

             0    No             

             1    Yes, Sometimes

             2    Yes, Regularly                    {KEPT}      # 

I.CSID.6 DOES SHE FORGET THE NAMES OF FRIENDS?   

         IF YES - HOW OFTEN DOES THAT HAPPEN?                

             0    No             

             1    Yes, Sometimes

             2    Yes, Regularly                    {FRDNAME}   #

I.CSID.7  OR MEMBERS OF THE FAMILY? 

          IF YES - HOW OFTEN DOES THAT HAPPEN?                

             0    No             

             1    Yes, Sometimes

             2    Yes, Regularly                    {FAMNAME}   #

I.CSID.8  DOES SHE FORGET WHAT SHE WANTED TO SAY IN THE MIDDLE OF THE CONVERSATION? IF YES - HOW OFTEN DOES THAT HAPPEN?                

             0    No             

             1    Yes, Sometimes

             2    Yes, Regularly                     {CONVERS}   #

I.CSID.9 WHEN SPEAKING DOES SHE HAVE DIFFICULTY SAYING THE RIGHT WORDS? IF YES - HOW OFTEN DOES THAT HAPPEN?                

             0    No             

             1    Yes, Sometimes

             2    Yes, Regularly                     {WORDFIND}  #

I.CSID.10 DOES SHE USE THE WRONG WORDS? IF YES - HOW OFTEN DOES THAT HAPPEN?                

             0    No             

             1    Yes, Sometimes

             2    Yes, Regularly                     {WORDWRG}   #

I.CSID.11 DOES SHE TEND TO TALK ABOUT WHAT HAPPENED LONG AGO RATHER THAN THE PRESENT? IF YES - HOW OFTEN DOES THAT HAPPEN?                

             0    No             

             1    Yes, Sometimes

             2    Yes, Regularly                     {PAST}      #

I.CSID.12 DOES SHE FORGET WHEN SHE LAST SAW YOU? IF YES - HOW OFTEN DOES THAT HAPPEN?                

             0    No             

             1    Yes, Sometimes

             2    Yes, Regularly                    {LASTSEE}   #

I.CSID.13 DOES SHE FORGET WHAT HAPPENED THE DAY BEFORE?                       

          IF YES - HOW OFTEN DOES THAT HAPPEN?                

             0    No             

             1    Yes, Sometimes

             2    Yes, Regularly                     {LASTDAY}   #

I.CSID.14 DOES SHE FORGET WHERE SHE IS? 
          IF YES - HOW OFTEN DOES THAT HAPPEN?                

             0    No             

             1    Yes, Sometimes

             2    Yes, Regularly                     {ORIENT}    #

I.CSID.15 DOES SHE GET LOST IN THE COMMUNITY? 
          IF YES - HOW OFTEN DOES THAT HAPPEN?                

             0    No             

             1    Yes, Sometimes

             2    Yes, Regularly                     {LOSTOUT}   #
I.CSID.16 DOES SHE GET LOST AT HOME, E.G FINDING THE TOILET?              

          IF YES - HOW OFTEN DOES THAT HAPPEN?                

             0    No             

             1    Yes, Sometimes

             2    Yes, Regularly                     {LOSTIN}    #

I.CSID.17 DOES SHE HAVE DIFFICULTY PERFORMING HOUSEHOLD CHORES THAT SHE USED TO DO, SUCH AS PREPARING FOOD OR BOILING A POT OF TEA?

          IF YES - HOW OFTEN DOES THAT HAPPEN?                

             0    No             

             1    Yes, Sometimes

             2    Yes, Regularly                     {CHORES}    #

I.CSID.17a  Does the INTERVIEWER think that the problem            

            is primarily due to physical disability? 

        0    No, not due to physical disability

        1    Yes, due to physical disability         {CHOREDIS}  #

I.CSID.18 HAS THERE BEEN A LOSS OF A SPECIAL SKILL OR HOBBY SHE COULD MANAGE BEFORE? 

       0    No

       1    Yes                                      {HOBBY}     #

I.CSID.19 HAS THERE BEEN A CHANGE IN HER ABILITY TO HANDLE MONEY?

             0    No difficulty          

             1    Some difficulty        

             2    Can not handle money               {MONEY}     #

I.CSID.20 DOES SHE HAVE DIFFICULTY IN ADJUSTING TO CHANGE IN HER DAILY ROUTINE? IF YES - HOW OFTEN DOES THAT HAPPEN?                

             0    No             

             1    Yes, Sometimes

             2    Yes, Regularly                    {CHANGE}    #

I.CSID.21 HAVE YOU NOTICED A CHANGE IN HER ABILITY TO THINK AND REASON? 

       0    No

       1    Yes                                     {REASON}    #

I.CSID.22.1 DOES SHE HAVE DIFFICULTY FEEDING HERSELF? 

             0    Eats cleanly with proper utensils

             1    Eats messily with a spoon only   

             2    Simple solids such as biscuits   

             3    Has to be fed                     {FEED}      #

I.CSID.22.2 Does the INTERVIEWER think that the problem is primarily due to physical disability?

        0    No, not due to physical disability

        1    Yes, due to physical disability        {FEEDDIS}   #

I.CSID.23.1  DOES SHE HAVE DIFFICULTY DRESSING?                      

             0    Dresses self                            

             1    Occasionally misplaces buttons etc.     

             2    Wrong sequences, commonly forgets items 

             3    Unable to dress                   {DRESS}     #

I.CSID.23.2  Does the INTERVIEWER think that the problem is primarily due to physical disability?

        0    No, not due to physical disability

        1    Yes, due to physical disability        {DRESSDIS}  #

I.CSID.24.1 DOES SHE HAVE DIFFICULTY USING THE TOILET? DOES SHE WET OR SOIL HERSELF?

             0    No problems              

             1    Occasionally wets bed    

             2    Frequently wets bed      

             3    Double incontinence               {TOILET}    #

I.CSID.24.2 Does the INTERVIEWER think that the problem is primarily due to physical disability? 

        0    No, not due to physical disability

        1    Yes, due to physical disability        {TOILDIS}   #

I.CSID.25 DOES SHE EVER MISTAKE YOU (OR OTHER FAMILY OR FRIENDS) FOR SOMEONE ELSE? 

       0    No

       1    Yes                                     {MISTAKE}   #

I.CSID.26 HAS SHE FOUND DIFFICULTY IN MAKING DECISIONS RECENTLY ABOUT EVERYDAY THINGS

       0    No

       1    Yes                                     {DECIDE}    #

I.CSID.27 DOES HER THINKING EVER SEEM MUDDLED?                    

       0    No

       1    Yes                                     {MUDDLED}   #

HISTORY AND AETIOLOGY SCHEDULE - DEMENTIA DIAGNOSIS AND SUBTYPE - (HAS-DDS)

A. ONSET

I.HAS1  THINKING BACK, COULD YOU GIVE AN APPROXIMATE DATE

      WHEN YOU OR ANYONE ELSE FIRST NOTICED SHE WAS HAVING

      DIFFICULTIES WITH MEMORY, THINKING, CONCENTRATION, DAILY 

      ACTIVITIES OR LOOKING AFTER HERSELF.
      Code time since onset in months             {TIMEONS}    ###

A.1 HELP SEEKING BEHAVIOUR                            

Did you (and/or the older person) seek help from a doctor or other health professional for any of these problems?

        No         0

        Yes        1                               {HELP}       #

IF NO, SKIP TO I.HAS2

A.1.1. When? (time since consultation in months)   {HELPTIME}  ###

A.1.2. Did the doctor/health professional give you any advice? 

       No         0

       Yes        1                                {ADVICE}     #

IF NO, SKIP TO A1.4

A.1.3. Was this helpful?                        

       Not at all         0

       Slightly helpful   1

       Very helpful       2                        {ADVHELP}    #

A.1.4. Did the doctor/health professional prescribe you any medication?

       No         0

       Yes        1                                {MED}        #

IF NO, SKIP TO I.HAS2

A.1.5. Was this helpful?                        

       Not at all         0

       Slightly helpful   1

       Very helpful       2                       {MEDHELP}    #

I.HAS2    DID THE DIFFICULTIES BEGIN RAPIDLY OR GRADUALLY?

        (If rapid onset)- WHEN WAS THAT?

        1    Rapid onset of organic features over 1-3 days                       

        2    Rapid onset over more than 3 days but less than 3 
             weeks               

        3    Gradual onset over a longer period    {TYPEONS}    #

I.HAS3  I AM GOING TO ASK YOU NOW ABOUT SOME PROBLEMS THAT SHE MAY HAVE HAD RIGHT AT THE BEGINNING OF HER ILLNESS. PLEASE TELL ME IF ANY OF THESE WERE A PROBLEM IN THE FIRST FEW MONTHS OF HER ILLNESS.

I.HAS3.1  DID SHE HAVE DIFFICULTIES IN REMEMBERING THINGS?       

       0    No

       1    Yes                                     {ONS1}      #

I.HAS.3.2  WAS SHE CONFUSED ABOUT THE TIME, OR WHAT DAY IT

           WAS, OR WHERE SHE WAS?                              

       0    No

       1    Yes                                     {ONS2}      #

I.HAS.3.3  WAS SHE DROWSY?                                        

       0    No

       1    Yes                                     {ONS3}      #

I.HAS.3.4  DID SHE FEEL SAD, OR CRY?                              

       0    No

       1    Yes                                     {ONS4}      #

I.HAS.3.5  DID SHE LOSE ENERGY OR SHOW A LACK OF INTEREST?        

       0    No

       1    Yes                                     {ONS5}      #

I.HAS.3.6  WAS SHE UNUSUALLY ELATED?                              

       0    No

       1    Yes                                     {ONS6}      #

I.HAS.3.7  DID SHE BECOME EXCITED OR OVERACTIVE?                  

       0    No

       1    Yes                                     {ONS7}      #

I.HAS.3.8 DID SHE COMPLAIN OF PHYSICAL DISEASE OR ILLNESS?       

       0    No

       1    Yes                                     {ONS8}      #

I.HAS.3.9 DID SHE HAVE DIFFICULTY SLEEPING?                      

       0    No

       1    Yes                                     {ONS9}      #

I.HAS.3.10 WAS SHE LOSING OR GAINING WEIGHT?                      

       0    No

       1    Yes                                     {ONS10}     #

I.HAS.3.11 DID SHE SEE THINGS THAT OTHER PEOPLE DID NOT SEE?      

       0    No

       1    Yes                                     {ONS11}     #

I.HAS.3.12 WHAT ABOUT HEARING THINGS THAT OTHER PEOPLE DID NOT HEAR?

       0    No

       1    Yes                                      {ONS12}     #

I.HAS.3.13 MIGHT IT HAVE STARTED WITH SOME KIND OF STROKE?     

PROMPT - A STROKE IS A PARALYSIS (WEAKNESS) OF THE FACE OR LIMBS ON ONE SIDE OF THE BODY, LASTING AT LEAST 24 HOURS

           If yes - CAN YOU DESCRIBE WHAT HAPPENED?

           NB - Must be a clear history of stroke

       0    No

       1    Yes                                     {ONS13}      #

I.HAS.3.14 DID SHE HAVE PROBLEMS FINDING THE RIGHT WORD?          

           If yes - CAN YOU GIVE SOME EXAMPLES

NB - Code only gross and persistent word finding difficulty, and exclude delirium

       0    No

       1    Yes                                     {ONS14}      #

I.HAS.3.15 DID SHE FORGET HOW TO DO FAMILIAR THINGS LIKE DRESSING?
NB - Exclude difficulties related to delirium or to physical disorder

       0    No

       1    Yes                                     {ONS15}      #

I.HAS.3.16 MIGHT IT HAVE STARTED WITH SOME KIND OF EPILEPTIC FIT?      

           If yes - WAS THIS DIAGNOSED BY A DOCTOR?

           NB Code only epileptic fits diagnosed by a doctor

       0    No

       1    Yes                                    {ONS16}      #

I.HAS.3.17 DID SHE SUFFER FROM ANY SUDDEN BLACKOUTS IN WHICH SHE ACTUALLY LOST CONSCIOUSNESS?                       

       0    No

       1    Yes                                    {ONS17}      #

I.HAS.3.18 WAS SHE UNSTEADY OR SLOW ON HER FEET?                  

       0    No

       1    Yes                                     {ONS18}      #

I.HAS.3.19 WAS SHE TENDING TO FALL FOR NO APPARENT REASON?        

       0    No

       1    Yes                                     {ONS19}      #

I.HAS.3.20 DID SHE HAVE DIFFICULTY IN CONTROLLING HER EMOTIONS, FOR EXAMPLE, LAUGHING OR CRYING UNCONTROLLABLY         

       0    No

       1    Yes                                    {ONS20}      #

I.HAS.3.21 DID SHE WET HERSELF?                                   

       0    No

       1    Yes                                     {ONS21}      #

I.HAS.3.22  HOW ARE THINGS NOW COMPARED WITH WHEN THE ILLNESS CAME ON? HAS IT BECOME WORSE, GOT BETTER, OR REMAINED ABOUT THE SAME?

          1    Overall deterioration described                        

          2    Overall improvement described           

          3    None or very little change in condition {ONS22}   #

3. COURSE OF ILLNESS

I.HAS.4 HAS THE PRESENT ILLNESS TENDED TO VARY A LOT, DAY TO DAY, WEEK TO WEEK, BECOMING WORSE, THEN PERHAPS IMPROVING FOR A WHILE - UP AND DOWN?

(If yes- - HOW MUCH DID IT VARY? HOW LONG DID THESE PERIODS LAST?)

         1    A fluctuating course with several days or weeks of 
              improvement

         0    No such pattern                       {FLUCT}      #

       IF '0 No such pattern' THEN SKIP TO I.HAS.6

I.HAS.5.1 DURING THE PERIODS OF IMPROVEMENT DID THINKING, MEMORY AND CONCENTRATION BECOME NORMAL AGAIN OR ALMOST NORMAL?

          1    Condition described as returning to normal or 
               almost normal

          0    No such pattern                     {FLUCTCOG}   #

       IF '0 No such pattern' THEN SKIP TO I.HAS.6

I.HAS.5.2  HOW OFTEN HAS THIS HAPPENED?

       1    ONCE       

       2    TWICE      

       3    THREE TIMES

       4    FOUR TIMES OR MORE                      {FLUCTOFT}   #

I.HAS.6 WOULD YOU SAY THERE HAS BEEN A GRADUAL DETERIORATION OF MEMORY OR .... (list current cognitive impairments) OVER A PERIOD OF MORE THAN 2 YEARS?                     

       0    No

       1    Yes                                     {GRADDEC}    #

I.HAS.7.1 HAS THE PRESENT ILLNESS SUDDENLY GOT WORSE AT ANYTIME,

          WITHIN THREE DAYS AND THEN STAYED LIKE THAT? 

       0    No

       1    Yes                                     {STEPWISE}   #

       IF '0 NO' THEN SKIP TO I.HAS.10

I.HAS.7.2  WHEN WAS THAT?
(Code time in months since each of up to four episodes - code 99 if no nth episode)

         FIRST EPISODE                             {STEP1}    ##

         SECOND EPISODE                            {STEP2}    ##

         THIRD EPISODE                             {STEP3}    ##

         FOURTH EPISODE                            {STEP4}    ##

I.HAS.8 WERE ANY OF THESE EPISODES PRECEDED BY;

             1    BLACKOUTS OR LOSS OF CONSCIOUSNESS?       

             2    AN EPILEPTIC FIT?                         

             3    DIFFICULTIES IN SPEAKING?                 

             4    WEAKNESS OF THE ARM AND/ OR LEG OR FACE

                  ON ONE SIDE OF THE BODY?                  

             0    None of these                             

      (Code highest applicable number - code 9 if no nth episode)

          FIRST EPISODE                           {STEPPRE1}    #

          SECOND EPISODE                          {STEPPRE2}    #

          THIRD EPISODE                           {STEPPRE3}    #

          FOURTH EPISODE                          {STEPPRE4}    #

I.HAS.9  WAS THIS SUDDEN WORSENING FOLLOWED BY ALMOST COMPLETE RECOVERY? MORE OR LESS BACK TO HER NORMAL SELF?

         0     No

         1     Yes

         (Code 9 if no nth episode)

          FIRST EPISODE                            {STEPREC1}    #

          SECOND EPISODE                           {STEPREC2}    #

          THIRD EPISODE                            {STEPREC3}    #

          FOURTH EPISODE                           {STEPREC4}    #

B. OTHER MENTAL PHENOMENA

B1) DELIRIUM

I.HAS.10 ARE THERE PERIODS OVER 24 HOURS WHEN SHE SEEMS VERY CHANGEABLE; ALERT AT ONE TIME, DROWSY AND CONFUSED THE NEXT?

       0    No

       1    Yes                                    {CLOUDING}    #

I.HAS.11 DOES SHE GET CONFUSED AT NIGHT, WANDER ABOUT, TALK NONSENSE?

       0    No

       1    Yes                                   {CONFNITE}    #

I.HAS.12 WHAT ABOUT DURING THE DAY?                              

       0    No

       1    Yes                                   {CONFDAY}     #

If NO for the 3 items above skip to I.HAS.14 

I.HAS.13 IS THE CONFUSION WORSE TOWARDS THE DUSK OR EVENING?     

       0    No

       1    Yes                                    {NOCTURN}     #

B2) BEHAVIOURAL AND PERCEPTUAL DISTURBANCE

I.HAS.14  HOW DOES SHE TREAT YOU (HER RELATIVES, FRIENDS) NOW COMPARED WITH BEFORE THE ONSET OF THE ILLNESS - FOR EXAMPLE

I.HAS.14.1 DOES SHE SHOW A LACK OF INTEREST, CONCERN OR AFFECTION NOW COMPARED WITH BEFORE?  

       0    No

       1    Yes                                    {BCHANGE}     #

I.HAS.14.2 DOES SHE TEND TO BE TOO SUSPICIOUS OR MISTRUSTING?     

       0    No

       1    Yes                                    {BSUSPIC}     #

I.HAS.15 HAS SHE BEEN MORE IRRITABLE LATELY?                    

       0    No

       1    Yes                                    {BIRRIT}      #

I.HAS.16 DOES SHE EVER WRONGLY ACCUSE YOU OF THINGS?            

       0    No

       1    Yes                                    {BACCUSE}     #

I.HAS.17 HAS THERE BEEN A CHANGE IN BEHAVIOUR, PERHAPS DOING EMBARASSING THINGS, OR TENDING TO UPSET PEOPLE?  

       0    No

       1    Yes                                    {BUPSET}      #

      If NO SKIP TO I.HAS.19

I.HAS.18 WERE THESE ONE OF THE FIRST THINGS THAT YOU NOTICED OR HAS THIS COME ON ONLY RECENTLY?

          0    Come on only recently

          1    One of the first things noticed     {BFIRST}      #

I.HAS.19   HAS SHE EVER SEEMED TO BE RESPONDING TO THINGS - FOR EXAMPLE
I.HAS.19.1 DID SHE SEE THINGS THAT OTHER PEOPLE DID NOT SEE?      

       0    No

       1    Yes                                    {BVIS}        #

I.HAS.19.2 WHAT ABOUT HEARING THINGS THAT OTHER PEOPLE DID NOT HEAR?

       0    No

       1    Yes                                    {BAUD}        #

I.HAS.20 DOES SHE HAVE ANY ODD OR STRANGE BELIEFS WHICH YOU HAVE GOOD EVIDENCE TO BELEIVE ARE UNFOUNDED?           

       0    No

       1    Yes                                    {BDELUDE}     #

B3) DEPRESSION

I.HAS.21.1 WERE THERE TIMES IN THE LAST YEAR WHEN SHE FELT OR APPEARED DEPRESSED, LOW, SAD OR MISERABLE?        
       0    No

       1    Yes                                 {DEPRESS}     #

If 0 (no) skip to I.HAS.22.1

I.HAS.21.2  HOW LONG DID IT LAST?

              1    Less than a day               

              2    One day to two weeks

              3    Lasted longer than 2 weeks      {DEPDUR}      #

I.HAS.22.1 HAS SHE CRIED OR COMPLAINED OF FEELING LIKE CRYING OVER THE LAST YEAR?                                     

       0    No

       1    Yes                                    {CRY}         #

       IF '0 NO' SKIP TO I.HAS.23 

I.HAS.22.2  HOW LONG DID IT LAST?

       0    Only for a few hours

       1    Lasted longer than a few hours         {CRYDUR}      #

I.HAS.23 HAS SHE SOMETIMES FELT OR SAID THAT LIFE WAS NOT WORTH LIVING                                       

       0    No

       1    Yes                                    {WISHDIE}     #

I.HAS.24 WERE THERE TIMES OVER THE LAST YEAR WHEN SHE SEEMED TO LOSE INTEREST IN LIFE GENERALLY? 

       0    No

       1    Yes                                    {INTEREST}    #

I.HAS.25 WERE THERE TIMES OVER THE PAST YEAR WHEN SHE STOPPED ENJOYING

         LIFE?

       0    No

       1    Yes                                    {ANHED}       #

I.HAS.26 HAS SHE HAD PARTICULAR DIFFICULTY SLEEPING?

      If yes -     WHY WAS THAT?

                   WAS IT BECAUSE OF NOISE?

                   WAS IT BECAUSE SHE NEEDED TO GO TO THE 
                   BATHROOM?
(rate only if primary sleep difficulty, not due to pain, passing urine, noise etc.)

       0    No primary sleep difficulty

       1    Primary sleep difficulty                {SLEEP}      #

I.HAS.27 HAS SHE STOPPED ENJOYING FOOD OVER THE LAST YEAR?

         If yes -     WHY WAS THAT?

                      WAS SHE ILL?

                      DID SHE COMPLAIN OF FEELING SICK?

(Rate only if primary loss of appetite, not explained by medical condition or nausea)
        0    No unexplained loss of appetite

        1    Unexplained loss of appetite          {EAT}         #

I.HAS.28.1  MAY I ASK IF SOMEBODY CLOSE TO HER HAS DIED RECENTLY?

       0    No

       1    Yes                                    {BEREAVE}     #

IF '0 NO' SKIP TO I.HAS.29

I.HAS.28.2    WAS THIS -

              1    A first degree relative in the last six weeks?  

              2    A first degree relative, more than six weeks

                   but less than 2 years ago?                      

              3    Another close person in the past six weeks?     

              4    Another close person, more than six weeks

                   but less than two years ago?    {BERWHEN}     #

I.HAS.29 INTERVIEWER JUDGEMENT

              0    No episode of depression           

              1    Probable episode of depression     

              2    Definite episode of depression     

              9    Insufficient information        {DEPIMP}      #

C. PHYSICAL HEALTH  

C1) VASCULAR DISEASE

I.HAS.30 HAS A DOCTOR EVER TOLD HER THAT SHE HAD RAISED BLOOD PRESSURE?

        0    No

        1    Yes                                   {TOLDBP}      #

If NO skip to I.HAS.32.1
I.HAS.31 HAS THIS EVER BEEN TREATED?

             0    Never treated       

             1    Treated in the past 

             2    Treated now                      {TREATBP}     #

I.HAS.32.1 HAS SHE EVER EXPERIENCED A SUDDEN WEAKNESS IN ONE ARM OR LEG, OR AN ARM AND LEG ON THE SAME SIDE OF THE BODY? 

       0    No

       1    Yes                                    {CVEVENT}     #

      IF '0 NO' THEN SKIP TO I.HAS.33

I.HAS.32.2 WHEN DID IT HAPPEN? HOW LONG DID IT LAST?

           WAS A DOCTOR CONSULTED? WHAT DID THEY SAY HAD HAPPENED?

      Record up to four clear cut cerebrovascular events giving -

      a) Type of event                     b) Time in months since 
            1  Less than 24 hours (TIA)           
            2  24 hours or more   (CVA) 

            9  No nth event             

              a) {CVTYPE1}   #             b) {CVDATE1}   ###

              a) {CVTYPE2}   #             b) {CVDATE2}   ###

              a) {CVTYPE3}   #             b) {CVDATE3}   ###

              a) {CVTYPE4}   #             b) {CVDATE4}   ###

I.HAS.33 IF SOMETHING HAPPENS TO MAKE HER LAUGH OR FEEL SAD OR CRY, IS IT SOMETIMES DIFFICULT FOR HER TO CONTROL?

1    Appropriate but uncontrolled prolonged laughter and/or tears 
     described 

0    no uncontrolled laughter or tears            {AFFINCON}    #

I.HAS.34 HAS THERE EVER BEEN PAIN OR DISCOMFORT IN THE CHEST OR LEGS THAT COMES ON WITH WALKING AND GOES AWAY AFTER A FEW MINUTES REST?

             Clear history of angina pectoralis?

       0    No

       1    Yes                                   {ANGINA}       #

             Clear history of intermittent claudication?

       0    No

       1    Yes                                   {INTCLAUD}     #

I.HAS.35 HAS A HEART ATTACK EVER BEEN DIAGNOSED BY A DOCTOR? 

       0    No

       1    Yes                                   {MIDIAG}       #

C2) PARKINSONISM

I.HAS.36 HAS SHE EVER BEEN DIAGNOSED AS HAVING PARKINSON'S DISEASE?

              0     No

              1     Probable

              2     Certain                       {PARK}         #

       (IF RATED '2 CERTAIN', SKIP TO I.HAS.41)

I.HAS.37 DOES SHE HAVE ANY TREMOR OR SHAKINESS IN HER HANDS?

         IF YES - WHEN IS THAT MOST NOTICEABLE?

             0         No

             1         Yes - when she tries to do something

             2         Yes - when resting         {TREMOR}       #

I.HAS.38 DOES SHE HAVE DIFFICULTY IN STARTING TO MOVE?                

             0         No

             1         Yes - probably due to Parkinson's Disease

             2         Yes - probably due to another problem   
                                                   {INITIATE}    #

I.HAS.39 HAS HER WALKING BECOME SLOWER RECENTLY?                     

             0         No

             1         Yes - probably due to Parkinson's Disease

             2         Yes - probably due to another problem   
                                                   {SLOW}        #

I.HAS.40 HAS HER HANDWRITING CHANGED RECENTLY? IF YES- IN WHAT WAY?

             0         No change

             1         Yes - become smaller

             2         Yes - some other change     {MICROG}     #

C3) ALCOHOL

I.HAS.41 BEFORE SHE REACHED THE AGE OF 65, WHAT WAS THE MOST SHE WOULD DRINK IN AN AVERAGE WEEK ?

(Record maximum regular consumption in UNITS of alcohol per week)

             1 unit  =     a small glass of beer                                        

                           a single measure of spirits

                           1 glass of wine or sherry

             32 units=     1 bottle of spirits

             99      =     Don't know            {ALCPAST}     ###

I.HAS.42 WHAT ABOUT AFTER THE AGE OF 65?

(Record total consumption in units of alcohol)   {ALCNOW}      ###

IF NEVER A DRINKER SKIP TO I.HAS.46

I.HAS.43 HAS THERE EVER BEEN A PERIOD OF SEVERAL YEARS, WHEN YOU WOULD HAVE SAID THAT SHE WAS A HEAVY DRINKER? 

       0    No

       1    Yes                                  {HEAVYALC}    #

I.HAS.44 HAS SHE EVER HAD TREATMENT OR HELP FOR DRINKING FROM A DOCTOR OR SOME OTHER AGENCY?

       0    No

       1    Yes                                  {ALCTREAT}    #

INTERVIEWER JUDGEMENT

I.HAS.45 She has a current drinking problem    

       0    No

       1    Yes                                  {ALCPROB}     #
C4) OTHER FACTORS FOR SECONDARY DEMENTIA

I.HAS.46 DOES SHE HAVE AN OVERACTIVE OR UNDERACTIVE THYROID GLAND?

         If yes -     HOW DID THAT START? HOW WAS IT DIAGNOSED?

                      WHO DIAGNOSED IT? HOW IS IT TREATED?

         CODE - Subject known to suffer from underactive thyroid?

       0    No

       1    Yes                                   {HYPOTHY}     #

         CODE - Subject known to suffer from overactive thyroid? 

       0    No

       1    Yes                                   {HYPERTHY}    #

I.HAS.47 DID SHE EVER HAVE AN ACCIDENT RESULTING IN A SERIOUS INJURY TO HER HEAD OR BRAIN?

             0    No                  

             1    Yes, probably       

             2    Yes, definitely                  {HI}         #

I.HAS.48 DID SHE EVER HAVE AN ILLNESS OR INFECTION RESULTING IN A SERIOUS INJURY TO HER HEAD OR BRAIN?

             0    No                  

             1    Yes, probably       

             2    Yes, definitely                   {HILL}       #  
IF '0 NO' in I.HAS.47 and I.HAS.48 SKIP TO I.HAS.51.1

I.HAS.49 WAS THERE A PERIOD OF UNCONCIOUSNESS FOLLOWING THE ILLNESS (ACCIDENT)?

             0    No                       

             1    A few minutes to an hour 

             2    Longer than an hour               {LOC}        #

I.HAS.50  DID HER BEHAVIOUR BECOME CHANGED IN SOME WAY?

(If yes - DESCRIBE IN WHAT WAY SHE CHANGED,WAS THAT PERMANENT?)

          1    Serious condition affecting the head causing            

               permanent personality/intellectual change

          0    No such condition and/ or behaviour change 
                                                   {BEHCHANG}    #

I.HAS.51.1 HAS SHE EVER SUFFERED FROM EPILEPSY (FITS)?   

       0    No

       1    Yes                                    {FITSEVER}    #
       IF '0 NO' SKIP TO I.HAS.52.2                    
I.HAS.51.2 HAS THAT BEEN A PROBLEM FOR A LONG TIME?       

       0    No

       1    Yes                                    {LONGFITS}    #

I.HAS.52  INTERVIEWER OBSERVATION

PARTICIPANT'S PRESENT INTELLECTUAL STATE DATES FROM BIRTH OR FROM OCCURRENCE OF PATHOLOGY EARLIER IN LIFE, IT IS NOT DUE TO MENTAL ILLNESS IN RECENT YEARS

        0     No

        1     Yes                                 {EARLYCHG}     #

NEUROPSYCHIATRIC INVENTORY (NPI-Q)

Please answer the following questions based on any recent changes that you have noticed in your xxxx. You need only mention problems that have been present in the last month. 

NPI.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 NPI.2

NPI.1.1 How much does this affect 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}    #

NPI.1.2 How much distress does this problem cause 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}    #

NPI.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 NPI.3

NPI.2.1 How much does this affect 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}    #

NPI.2.2 How much distress does this problem cause 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}    #

NPI.3    (AGITATION OR AGGRESSION)        

Is your (xxxx) stubborn and resistive to help from others?

        No     0

        Yes    1                                    {NPI3}       #

IF NO SKIP TO NPI.4

NPI.3.1 How much does this affect 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}    #

NPI.3.2 How much distress does this problem cause 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}    #

NPI.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 NPI.5

NPI.4.1 How much does this affect 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}    #

NPI.4.2 How much distress does this problem cause 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}     #

NPI.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 NPI.6

NPI.5.1 How much does this affect 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}    #

NPI.5.2 How much distress does this problem cause 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}    #

NPI.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 NPI.7

NPI.6.1 How much does this affect 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}    #

NPI.6.2 How much distress does this problem cause 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}    #

NPI.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 NPI.8

NPI.7.1 How much does this affect 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}    #

NPI.7.2 How much distress does this problem cause 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}    #

NPI.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 NPI.9

NPI.8.1 How much does this affect 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}    #

NPI.8.2 How much distress does this problem cause 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}    #

NPI.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 NPI.10

NPI.9.1 How much does this affect 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}    #

NPI.9.2 How much distress does this problem cause 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}    #

NPI.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 NPI.11

NPI.10.1 How much does this affect 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}    #

NPI.10.2 How much distress does this problem cause 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}    #

NPI.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 NPI.12

NPI.11.1 How much does this affect 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}    #

NPI.11.2 How much distress does this problem cause 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}    #

NPI.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                                  {NPI11DIS}    #

IF NO Skip to “Q.0”
NPI.12.1 How much does this affect 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}    #

NPI.12.2 How much distress does this problem cause 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}    #

Interviewer instruction: review answers to NPI-Q, if the informant has scored positive for any question ask:

Q0. You have told me that he/she has had problems with x, y and z. 

Have you (and/or the older person) consulted a doctor or other health professional about any of these problems? 

        No         0

        Yes        1                               {NPIHELP}    #

IF NO, SKIP TO I.HAS.54

Q.1 When? (time since consultation in months)    {NPITIME}    ###

Q.2 Did the doctor/health professional give you any advice?            

       No         0

       Yes        1                                {NPIADV}     #

IF NO, SKIP TO Q.4

Q.3. Was this helpful?                        

       Not at all          0

       Slightly helpful    1

       Very helpful        2                       {NPIAHLP}   #

Q.4 Did the doctor/health professional prescribe you medication?

       No         0

       Yes        1                               {NPIMED}    #

IF NO, SKIP TO I.HAS.54

Q.5. Was this helpful?                        

       Not at all          0

       Slightly helpful    1

       Very helpful        2                     {NPIMHLP}    #

I.HAS.54 OVERALL RATING OF CONFIDENCE IN DATA

       0    reasonable           

       1    a few doubts         

       2    moderate doubts                                     

       3    grave doubts

       4    worthless                            {HASCONF}    #

