This form is for:

ADULTS WI1ITH

IMMUNE DEFICIENCY

This form asks questions about your
health and how your health affects your
daily life. Your responses will be
kept private. The form will take about
15-20 minutes to fill out. Some of the
questions may not apply to you. Please
answer all the questions anyway. When
you are done, please hand the form back
to the USIDNET staff before the end of
the meeting or mail it in. This will
help us identify the major issues
facing patients today and how effective
treatments are.



Name | Gender M F

Initals / / _ Date of Birth: /7

1. In general, would you say your health is: (Mark a in the one box that best
describes your answer.)

Excellent ~  Very Good Good - Fair Poor
& = & O &
2. Compared to one year ago, how would you rate your health in general now?
Much better Somewhat About the same Somewhat Much worse
now than one  better now than  as one year ago  worse than one than one year
year ago one year ago . year ago ago
O i &| & O]

3. The following questions are about activities you might do during a typical day,

Dees‘your health now limit you in these activities? If so, how much? (Mark a M in
a box on each line.)

Yes, Yes, No, not
limited a limiteda  limited at

lot little all
Viporous activities, such as running, lifting heavy — ] 1
objects, participating in strenuous sports
Moderate activities, such as moving a table, pushing a - |
vacuum cleaner, bowling, or playing golf
Lifting or carrying groceries R =
Climbing several flights of stairs (] ] 3
Climbing one flight of stairs =) =
Bending, kneeling, or stooping £ ] -
Walking more than a mile [ = =
Walking several hundred yards ]

CJ
@
|

Walking one hundred yards




4. During the past 4 weeks, how much of the time have you had any of the following
problems with your work or other regular daily activities as a result of your

physical health?
All of
the
time
Cut down on the amount of time you spent (1
on work or other activities
Accomplished less than you would like
Were limited in the kind of work or other R
activities
Had difficulty performing the work or other (]

activities (for example, it took extra effort)

Most

of the

fime

O

]
l

)

Some A None
ofthe Ilittle  of'the
time  ofthe  time
time

OO

o

O

]
o
O

] U

B

5. During the past 4 weeks, how much of the time have you had any of the following
problems with your work or other regular daily activities as a result of any

emotional problems (such as feeling depressed or anxious)?

All of
the
time
Cut down on the amount of time you spent [
on work or other activities
Accomplished less than you would like M

Did work or other activities less carefully [
than usual

Most
of the
fime

Ll

]

Some A None
ofthe little  of the
time ofthe time

time
J [ |
[ M O
(] 1 Ll

6. During the past 4 weeks, to what extent has your physical health or emotional
problems interfered with your normal social activities with family, friends,

neighbors, or groups?

Not at all Slightly Moderately
£ ] ]

Quite a bit Extremely

E‘



7. How much bodily pain have you had during the past 4 weeks?

None Very Mild Mild Moderate Severe Very
_ Severe
£l 53 &

8. During the past 4 weeks, how much pain interfered with your normal work
(including both work outside the home and housework)?

Not at all Slightly Moderately Quite a bit Extremely

B O = =

9. These questions are about how you feel and how things have been with you
during the past 4 weeks. For each question, please give the one answer that comes
closest to the way you have been feeling,

How much of the time during the past 4 weeks...

Allof Most Some A None
the ofthe ofthe Hitle ofthe
time time time ofthe time

Did you feel full of life? B - = ml_je £
Have you been very nervous? - 1 B 1 ~
Have you felt so down in the dumps that M A 3 i
nothing could cheer you up?

Have you felt calm and peaceful? 3 = = ]
Did you have a lot of energy? jE 1 =
Have you felt downhearted and depressed? 1 B = 1 ]
Did you feel wormn out? [ -] N ] £
Have you been happy? [ (1 0 a L]
Did you feel tired? -] K [-1 3 ]




10. During the past 4 weeks, how much of the time has your physical health or
emotional problems interfered with your social activities (like visiting with friends,
relatives, ete.)?

All , Most Some A little None
of the time of the time of the time of the time of the time
B O & D 0

11, How TRUE or FALSE is each of the following statements for you?

Definitely Mostly Don’t Mostly Definitely

True True Know  False False
I seem to get sick a little easier than ] ] 1 -] ]
other people
I am as healthy as anybody I know ] H F 1 [
I expect my health to get worse ] -] 1 £ 8!
My health is excellent ] M M 1
Section 2

1. In the last month, how often have you been upset because of something that happened
unexpectedly?

Never Almost Never Sometimes Fairly Often Very Often

L B [ O L

2. In the last month, how often have you felt that you were unable to control the
important things in your life?

Never Almost Never Sometimes Fairly Often Very Often
L O O £ ]
3. In the last month, how often have you felt nervous and “stressed”?
Never Almost Never Sometimes Fairly Often Very Often
O ] [ = ]



4. Tn the last month, how often have you felt confident about your ability to handle your
personal problems?

Never Almost Never Sometimes Fairly Often Very Often
@ E (=
5. In the last month, how often have you felt that things were going your way?
Never Almost Never Sometimes Fairly Often Very Often
= 3 & &

6. In the last month, how often have you found that you could not cope with all the things -
that you had to do? |

Never Almost Never Sometimes Fairly Often Very Often
B8 B & & @
7. In the last month, how often have you been able to control irritations in your life?
Never Almost Never Sometimes Fairly Often Very Often
0 = B
8. In the last month, how often have you felt that you were on top of things?
Never Almost Never Sometimes Fairly Often Very Often
D 0 = O O

9. In the last month, how often have you been angered because of things that were outside
of your control?

Never Almost Never Sometimes Fairly Often Very Often

L £ L B

10. In the last month, how often have you felt difficulties were piling up so high that you
could not overcome them?

Never Almost Never Sometimes Fairly Often Very Often

& = 0 & O



Section 3

Below is a list of statements that other people with your illness have said are

important. By n:mrking@I one box per line, please indicate how true each statement
kas been for you during the past 7 days.

Physical Well-Being
‘Notat Alittle Somewhat Quite Very
all bit abit much
I have lack of energy 1 - 3 1 [
1 have nausea 1 ] 1 [ ]
Because of my physical condition, | B [ M [ ]
have trouble meeting the needs of my
family
I have pain ] M [ [ (]
I am bothered by side-effects of = ) ] 1 ]
treatment
1 feel sick M M ] B M
I am forced to spend time in bed 1 ] [ L1 []
. Looking at the above 7 questions, how 3 ] 1 ] 1

much would you say your Physical
Well-Being affects your quality of life?

Social/Family Well-Being

Notat A little Somewhat Quite Very

all bit abit  much
I feel distant from my friends [ [ 1 ] 1
I get emotional support from my family [} 1 1 ™ ]
1 get support from my friends and ] 1 ] Ll | ]
neighbors
My family has accepted my illness ] {1 B N [
Family communication about my ] {1 ] R ]

illness is poor



Notat Alittle Somewhat Quite Very
all bit abit much

1 feel close to my partner (or the person [] =]

who is my main support)

Have you been sexually active during the =
past year?

No Yes :

If yes: I am satisfied with my sex life

Looking at the above seven questions, = 1 =1
how much would you say your

Social/Family Well-Being affects your

quality of life?

Relationship with doctor

Notat A little Somewhat Quite Very

all bit abit much
I have confidence in my doctor(s) ] ]
My doctor is available to answer my [~ =] [ [
questions
Looking at the above two questions, =] 1 ] 1 R

how much would you say your
Relationship with the Doctor affects

your quality of life?
Emotional Well-Being

Notat Alittle Somewhat Quite Very

all bit abit  much

I feel sad - E] 1 F1 =
] am proud of how I’'m coping withmy ] [} ] (-] (4
illness
1 am losing hope in the fight againstmy [ B ] [
illness '
I feel nervous E} - ] - (-]
I worry about dying 1 [} ] =
I worry that my condition will get = ] (=] =
worse



Looking at the above six questions,
how much would you say your
Emotional Well-Being affects your
quality of life?

Functional Well-Being

I am able to work (include work in
home)

My work (include work in home) is
fulfilling

I am able to enjoy life
I have accepted my illness
I am sleeping well

1 am enjoying the things I usually do
for fun

I am content with the quality of my life
right now

Looking at the above seven questions,
how much would you say your
Functional Well-Being affects your
quality of life?

Additional concerns

I am concerned about keeping my job
(include work in home)

I feel distant from other people
I worry that the treatment will not work

The effects of treatment are worse than
I had imagined

Not at
atl
P

]

O

O O L

[

O

Not at
all
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0
B

A little
bit
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[
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Somewhat
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Somewhat

[

Quite
a bit

[
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Quite
a bit
[
[
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Very
much
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Very
much
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O




I have a good appetite = =
1 like the appearance of my body =
I am able to get around by myself = —
I get tired easily =
I am interested in having sex 1 F3 = = R
I have concerns about my ability to ] ] [~] (]
have children
I have confidence in my nurse(s) 1 [ [~ -]
I regret having the treatments for my = -1
disease
Looking at the above 12 questions, how = ] (1
much would you say these Additional
Concerns affect your quality of life?

Section 4

What is your immune deficiency?

How many courses of antibiotics have you required in the past year?

How many times have you been hospitalized in the past year?

Have you lost your insurance as a result of your illness?

Has your work been affected by your illness?

Have you had trouble getting medications for your illness?

Have you had trouble finding a physician with knowledge of your condition?

10



