Appendix 1: Quality Of Life Appraisal Profile (Longitudinal Version)

Interviewer read: “We know that the meaning of quality of life differs from person to person.  People can even change their own thinking on what is important for their quality of life at different points in life.  In this section of the interview, I would like to take a few moments to understand your view on your quality of life at this time.”
IF FURTHER EXPLANATION IS NEEDED: “By Quality of Life we mean how you have been feeling in general and how satisfied you are with how things are going for you in your life, right now (generally, overall).”
Frame of Reference: Personal Meaning of Quality of Life

1. In a sentence, what does the phrase “quality of life” mean to you at this time?

___________________________________________________________________________


___________________________________________________________________________

___________________________________________________________________________

___________________________________________________________________________

Frame of Reference: Key Life Goals and Concerns

In order to have the most satisfying life possible………..

2. What are the main things that you want to accomplish? (focus on main 3)
___________________________________________________________________________

___________________________________________________________________________

___________________________________________________________________________

___________________________________________________________________________

3. What are the main problems that you want to solve? (focus on main 3)
___________________________________________________________________________

___________________________________________________________________________

___________________________________________________________________________

___________________________________________________________________________

4. What situations do you want to prevent or avoid? (focus on main 3)
___________________________________________________________________________

___________________________________________________________________________

___________________________________________________________________________

___________________________________________________________________________

5. What things do you want to keep the same as they are now? (focus on main 3)
___________________________________________________________________________

___________________________________________________________________________

___________________________________________________________________________

___________________________________________________________________________

6. What things do you want to accept as they are? (focus on main 3)
___________________________________________________________________________

___________________________________________________________________________

___________________________________________________________________________

___________________________________________________________________________

7. What demands and responsibilities do you want to let go of or reduce? (focus on main 3)
___________________________________________________________________________

___________________________________________________________________________

___________________________________________________________________________

___________________________________________________________________________

8. You just told me about things that matter most to your feelings of satisfaction.  Of the things that you just mentioned, which ones did you think about the most during our interview today?

[RE-READ LIST TO PROMPT, IF NECESSARY]


CIRCLE NUMBERS CORRESPONDING TO ANSWERS MENTIONED

2a
3a
4a
5a
6a
7a

2b
3b
4b
5b
6b
7b

2c
3c
4c
5c
6c
7c

____ 
RESPONDENT STATED THAT S/HE DID NOT THINK ABOUT ANYTHING MENTIONED IN 2-7.

Identifying and Sampling Experiences: Strategies

9.
Interviewer Read:  “Now, I am going to read you a list of different ways that people might think about QOL. When you rated your health and well-being today, how much did you.”

(1) Always       (2) Often      (3) Sometimes     (4) Rarely     (5) Never

 a.
Find yourself thinking about the worst moments?
(1)  (2)  (3)  (4)  (5) 

b.
Emphasize the positive as much as possible?
(1)  (2)  (3)  (4)  (5)

c.
Think about the ways things have been going over the past few days or weeks?
(1)  (2)  (3)  (4)  (5)

d.
Try to remember everything relevant over the past three months?
(1)  (2)  (3)  (4)  (5)

e.
Balance positives with the negatives?
(1)  (2)  (3)  (4)  (5)

f.
Recall recent episodes or flare ups?
(1)  (2)  (3)  (4)  (5)

g.
Think about the future?
(1)  (2)  (3)  (4)  (5)

h.
Focus on HIV/AIDS?
(1)  (2)  (3)  (4)  (5)

i.
Consider your relationships with family and friends?
(1)  (2)  (3)  (4)  (5)

j.
Take into account what your doctor has told you about your health?
(1)  (2)  (3)  (4)  (5)

k.
Consider things that you would only think about for an interview like this?
  (1)  (2)  (3)  (4)  (5)

l.
Try to give your first reaction to the questions?
(1)  (2)  (3)  (4)  (5)

m.
Try not to complain too much?
(1)  (2)  (3)  (4)  (5)

n.
Try to communicate the seriousness of your situation?
(1)  (2)  (3)  (4)  (5)

Standards of Comparison: Reference Groups

10.
Interviewer Read:  “I am also interested in knowing more about how you came up with the answers you gave. When rating your health and well being today, how much did you compare yourself to the following list of choices below”
(1) Always       (2) Often       (3) Sometimes     (4)  Rarely     (5) Never

a.
Other people you know who are living now with HIV/AIDS
(1)  (2)  (3)  (4)  (5) 

b.
People whose health doesn’t limit in any way?
(1)  (2)  (3)  (4)  (5)

c.
The things your doctor told you would happen?
(1)  (2)  (3)  (4)  (5)

d.
Your ideal; your dream of perfect health?
(1)  (2)  (3)  (4)  (5)

e.
The way you were feeling at our last interview?
(1)  (2)  (3)  (4)  (5)

f.
The kind of life that you are really working for?
(1)  (2)  (3)  (4)  (5)

g.
The way that the people in your life see you?
(1)  (2)  (3)  (4)  (5)

h.
Most people your age?
(1)  (2)  (3)  (4)  (5)

i.
A time in your past before you had HIV?
(1)  (2)  (3)  (4)  (5)

Combinatory Algorithm: Characteristics of Salient Experiences

11.
When you answered questions today, did you think more about …

a.  Big changes? –OR–The way things usually are?

1) 1st Choice     2) 2nd Choice    3) Thought about both a lot
4) Neither/Not Sure

b. How well you are doing? –OR– How hard it has been?

1) 1st Choice     2) 2nd Choice    3) Thought about both a lot
4) Neither/Not Sure

c. Things that you are proud of? –OR– Things that are disappointing to you?

1) 1st Choice     2) 2nd Choice    3) Thought about both a lot
4) Neither/Not Sure

d. What is important to others? –OR– What is important to you?

1) 1st Choice     2) 2nd Choice    3) Thought about both a lot
4) Neither/Not Sure

e. Things that make you feel worried? –OR– Things that make you feel calm?

1) 1st Choice     2) 2nd Choice    3) Thought about both a lot
4) Neither/Not Sure

f. Long time concerns? –OR– Recent concerns?

1) 1st Choice     2) 2nd Choice    3) Thought about both a lot
4) Neither/Not Sure

g. What you do on your own? –OR– The help you need from other people?

1) 1st Choice     2) 2nd Choice    3) Thought about both a lot
4) Neither/Not Sure

h. Things that are unfinished? –OR– Things that are settled to your satisfaction?

1) 1st Choice     2) 2nd Choice    3) Thought about both a lot
4) Neither/Not Sure

Standards of Comparison: Retrospective Pre-Test

12a.
 How do you rate your overall health at this time? (On a scale from 0 to 10 where 0 is the worst possible health and 10 is the best possible health)


0--------1-------2---------3--------4-------5--------6-------7--------8--------9--------10

       Worst possible


         Half –way between 


Best possible 

       Health                                                   Worst and best                         

Health

12b.
 Now, I want you to think about your overall health as it was one year ago.  Can you recall what was going on with your health at that time?  [GIVE PARTICIPANT A MOMENT TO REFLECT]

Using the same scale that you just used to you rate your health today, how would you now rate your overall health at that time, one year ago? 


0--------1-------2---------3--------4-------5--------6-------7--------8--------9--------10

       Worst possible


         Half –way between 


Best possible 

       Health                                                   Worst and best                         

Health

12c.
 During our first interview one year ago, I asked you the same question about overall health.  In a moment, I’m going to ask you to compare your ratings then and now. First, I just need to find out whether you can recall the rating that you gave to this item last year:

PARTICIPANT CAN’T RECALL _______     - OR -       RECORD RATING:  


0--------1-------2---------3--------4-------5--------6-------7--------8--------9--------10

       Worst possible


         Half –way between 


Best possible 

       Health                                                   Worst and best                         

Health

INTERVIEWER – NOTE RESPONSE TO BQOLAP ITEM #12 FROM HISTORY SHEET.

12d.
Thanks.  We don’t really expect that people will remember from that long ago.  We just need to see how much memory affects the answers that people give today.  Actually, the rating that you gave last year was [SAY NUMBER FROM LAST YEAR]:

Here’s what I’m interested in finding out:  Last year, you rated your overall health as [LAST YEAR].  

When I asked you today, you rated your overall health from last year as [READ 12b ABOVE].

IF ANSWERS DIFFER BY MORE THAN ONE POINT, ASK:  Has the way that you think and feel about your overall health changed in the past year, to help explain the difference in these ratings? 

[IF YES] How?

IF ANSWERS ARE WITHIN ONE POINT, ASK:  Even though these answers are similar, has the way that you think and feel about your overall health changed in the past year?  [IF YES] How?

___________________________________________________________________________

___________________________________________________________________________

___________________________________________________________________________

___________________________________________________________________________

[PLEASE RECORD RESPONSE 12d VERBATIM]

Changes in Frame of Reference

13. Last year when we talked, I asked you to tell me about the things that were important to you.  I just want to take a moment to look back at some of the things that you mentioned, to see what happened with them.

READ LAST YEAR’S GOAL STATEMENTS ONE AT A TIME FROM HISTORY SHEET [RESPONSES TO BQOLAP ITEMS #2a - #7c].  

FOR EACH GOAL MENTIONED LAST YEAR, INDICATE WHETHER:

a) It is a concern that participant mentioned today (Record Statement Number from today in the box below corresponding to last year’s statement - even if worded differently).

b) It is still a goal or a concern for participant, even though it was not mentioned.

c) It is a concern or problem that was fully resolved, or a goal that was achieved.

d) It is a goal that the participant has put on hold now, but plans to get back to some day.

e) It is a goal that the participant has had to let go of or give up.

f) It is a problem that occurred or goal that the participant failed to achieve, and participant is now dealing with the consequences.

g) It is something that they just forgot about, and it isn’t important anymore.

h) Other [Explain Briefly on Back of Form]

Cells Refer to Goal Statements Mentioned Last Year

2a
3a
4a
5a
6a
7a

2b
3b
4b
5b
6b
7b

2c
3c
4c
5c
6c
7c

14. Finally, last year when I asked, “What does the phrase Quality of Life” mean to you at this time?” you said:  [READ VERBATIM RESPONSE TO BQOLAP ITEM#1 FROM HISTORY]

a. After hearing that statement, does it seem that what “quality of life” means to you has:

1) Changed a great deal
2) Changed somewhat
3) Not changed at all

b. [IF 1 OR 2, ASK:]  What caused this change in the way that you view QOL?


         [IF 3, ASK:] 
In the past year, has anything challenged your view of QOL?  What?

___________________________________________________________________________


___________________________________________________________________________

___________________________________________________________________________

___________________________________________________________________________

