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APPENDIX A

QUESTIONNAIRE ON HIV
STUDY QUESTIONNAIRE
About you
L QMale
Q Female
2. Ao

3 What is your martial status?
Singleo  married 0
Divorce 0 widow 0

4. How many children do you have?

5. What is your religious affiliation?
7 Hinau
1 Buddhist
7 Muslim
1 Christian

6. What is your highest educational qualification?
1 I'have no educational qualifications
1 Primary school
7 Secondary school
1 High school

0

0

Other, such as vocational or professional qualifications

University degree or higher

Today. s date:

Interviewer’s name:

Language used:

10



1. Areyou (TICK ALL THAT APPLY)
1 Unemployed
0 In full-time paid employment
T Inpart-time paid employment
Q Self-employed
1 Signed off long term sick

YOU AND HIV
How long ago diagnosed with HIV? ( YEAR)
8. Where you were first diagnosed with HIV?
0 Ina/STD/HIV clinic
1 At your GP (family doctor)
7 Inhospital (on a ward)
1 Antenatal clinic (during pregnancy)
7 NGO
1 Other-please say where:

9. Since your diagnosis, have you been ill BECAUSE OF HIV, in your opinion
7 NO
1 YES
1 Not sure, including never

10. How often do you go to your HIV Hospital or health clinic?
1 Never
7 More than once a month
7 Every month
1 Every three months
1 Every six months
1 Less often



11, Who knows that you have HIV(TICK ONCE ON EACH LINE)
YES NO NOT APPLICABLE

Your partner 0 0 0
Your (family doctor) 0 0 0
Your parent 0 0 0
ALL SOME NONE  NOT APPLICABLE
Your children 0 0 0 0
Your brothers / sister 0 0 0 0
Your friends 0 0 0 0
Your work colleagues 0 0 0 0
Other people you livewith -~ 0 0 0 0

12 Inthe last 12 months, have you had any problems (for ANY reason) in relation to:

(TICK ALL THAT APPLY?)
YES NO NOT APPLICABLE

Housing and living conditions 0 0 0
Eating and drinking 0 0 0
Sleeping 0 0 0
Household chores and self-care 0 0 0
Mohility - ability to get about 0 0 0
Maney - getting enough to live on 0 0 0
Drugs and alcohol 0 0 0
Self-confidence 0 0 0
Friendships 0 0 0
Looking after children 0 0 0
Relationships 0 0 0
Sex 0 0 0
Knowledge of anti-HIV treatments 0 0 0
Taking anti-HIV treatments regularly 0 o 0
Dealing with health professionals 0 0 0
Discrimination 0 0 0
Skill, training and job opportunities 0 0 0



Using anti-HIV treatments

13, Have you EVER experienced any side effects from anti-HIV treatments in your
opinion?
7 NO
7 YES

14. Do you feel you know enough about the anti-HIV treatments you are taking, AT
THE MOMENT?
7 NO
1 YES
7 NOT SURE

15. How do you find taking anti-HIV treatments?
1 EASY

1 0K
1 DIFFICULT

16. How many anti-HIV treatments have you missed in the LAST TWO WEEKS?

7 NONE
7 ONE OR TWO DOSES 1 THREE OR FOUR DOSES
1 FIVEOR SIX DOSES 1 SEVEN OR MORE DOSES

17. Do you tell your doctor when you miss does of anti-HIV treatments?
7 NO

[yes
[ SOMETIMES



14

18. What are the most common reasons for you missing does of anti-HIV treatments?
(TICK ALL THAT APPLY)
T ljust forget sometimes
T Ihave physical difficulty in taking them (swallowing, pill size etc.)
1 Side effects make it difficult (vomiting, sleeping etc.)
0 Ihave no privacy to take them (people around me don’t know my status)
1T Mysocial life interferes (hard to take them when 1am out with friends/family)
7 My working life interferes (hard to take them when | am at work)
n  Clinic ran out of medication
1 Other- please say what:

19. How often do you understand what HIV clinic stafftells you about your anti-HIV

treatments?
7 Never 1 Usually 0 Always

20. How often do you ask HIV clinic staff questions when you don’t understand what
they are saying about your anti-HIV treatments?
n - Never [ Usually T Always

21. How satisfied are you about the way you and the HIV clinic staff make decisions

together, about your anti-HIV treatments?
7 Noratall satisfied 0 somewhat satisfied D Very satisfied

22. In the last 12 months, have you had any problems getting access to anti-HIV
treatments?

. NO
[ YES-if YES, Whatproblems have you had?



Knowledge of anti-HIV treatments
23. In the past 12 months, have you had any problems getting information about anti-
HIV treatments?

. NO
[ yes

24, Overall, are you satisfied with what you know about anti-HIV treatments?

1 NO
1 YES

25. More specifically, are you satisfied with what you know about;
(TICK ONCE ON EACH LINE)

YES

=
o

Adherence (taking treatment exactly as prescribed)

Availability of anti-HIV treatments

CD4 0
|lInesses related to HIV

Looking after children 0
Nutrition / dietary advice

Pregnancy and HIV

Preventing HIV transmission

Resistance to anti-HIV treatments

Sice-effects of anti-HIV treatments

Viral load 0

O O O O O O O o o o
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26. All the following statements about HIV and AIDS are TRUE. For each statement,
please indicate whether: you already knew this; you weren’t sure about it; you
didn’t know this already.(TICK ONCE ON EACH LINE)

didn’t know Knew it

- Missing doses of anti-HIV treatments can allow 0 0 0
drug resistance to develop

- Anti-HIV treatments can stop many pregnant women 0 0 0
with HIV passing it to their child

- Drug resistance is an important reason why HIV 0 0 0
treatments may fail

- Anti-HIV treatments prevent HIV from damaging 0 0 0
your Immune system, and so prevent ill health

- A woman with HIV can pass it to her child during 0 0 0
breastfeeding

- At present, combinations of at least three anti-HIV 0 0 0

drugs provide the best chance of reducing the amount of HIV
In your blood to very low level

27. Thinking about what you ALREADY know about anti-HIV treatments,
Which of the following activities have you done in the LAST 12 MONTHS?
(TICK ONCE ON EACH LINE)
Done it NOT done it

READING leaflets and pamphlets

READING newsletters and the HIV-positive press
READING web-pages/the internet

READING medical journals

TALKED with medical staff like doctors or nurses etc.
TALKED with workers from black organizations
TALKED with workers from HIV organizations
TALKED informally with other people with HIV
TALKED with other people with HIV at support groups
TALKED with my friends

ATTENDED presentations (seminars) from medical staff
ATTENDE presentations from other positive people

o

O OO OO0 O OO0 OO0 OO
O OO0 OO0 O o0 o o o o



1

28. How do you usually get hold of th3e publications you read?

[

[
[
[
[
[

| subscribe to them/they are delivered to my home

| pick them up at the HIV (GUM) clinic

| pick them up at a support group/ HIV organization
From the internet

From friends

Other-fio you get them ?

29. Generally speaking, are you satisfied with t he information you READ about anti-
HIV treatments?
d Not at all satisfied

[

Very satisfied

d  Somewnhat satisfied
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APPENDIX B
QUESTIONNAIRE ON QUALITY OF LIFE
Please read each question, assess your feelings, and circle the number on the scale for each question that gives the best answer

for you.

Very poor Poor Neither poor Good Very good
nor good

I(GY) How would you rate your qu ity of life? 1 2 3 4 5

Very. Dissatisfied Neither Satisfied Ve

dissatisfied satisfied nor satisfied
dissatisfied
12(G4) How satisfied are you with your health? 1 2 3 4 5

The following questions ask about how much you have experienced certain things in the last two weeks.
Notat dl Alittle Amoderate ~ Verymuch — An extreme

amount amount
30*-4)  Towhat extent do you feel that physical pain 1 2 3 4 5
prevents you from doing what you need to
do?
40%01)  How much are you bothered by any physical 1 2 3 4 5
problems related to your HTV infection?
5(FILY  How much do you need any medical 1 2 3 4 5
treatment to function in your daily life?
GF4.1) How much do you enjoy life? il 2 3 4 5
T(F42)  To what extent do you feel your life to be i 2 3 4 5
meaningful?
83*52.2) To what extent are you bothered by people % 2 3 4 5
blaming you for your HIV status
90534  How much do you fearthe future? 1 2 3 4 i
10050 How much do you worry about death? 1 2 3 4 5
Not &t dl Alitle  Amoderate  Verymuch  Extremely
amount
(P3)  How well are you able to concentrate? 1 2 3 4 5
:20*16.1) How safe do you feel in your daily life? 1 2 3 4 5
B3(P21)  How healthy is your physical environment? 1 2 3 4 5

The following questions ask about how completely you experience or were able to do certain things in the last two weeks.
Not & dl Alittle Moderately Mostly Completely

W(F2Y) Do you have enough energy for everyday 1 3 4 5
life?

B 070 Areyou able to acceptyour bodily 1 2 3 4 5
appearance?

16(F181)  Have you enough money to meet your needs? 1 2 3 4 5

170%5L)  To what extent do you feel accepted by the 1 2 3 4 5
people you know?

1B(F0.1)  How available to you is the information that 1 2 3 4 5

you need in your day-to-day life?



19 (F21.1)

20 (F9.1)

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

How well are you able to get around?

Very poor

1

Poet

2

Neither poor

nor good

3

Good

Very good

5

The following questions ask you how good or satisfied you have felt about various aspects of your life over the last two

weeks.

21 (F3.3)

22 (F10.3)
23 (F12.4)

24 (F6.3)

25 (F13.3)

26 (F15.3)

27 (F14.4)
28 (F17.3)
29 (F19.3)

30 (F23.3)

How satisfied are you with your sleep?

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

How satisfied are you with your capacity for
work?

How satisfied are you with yourself?

How satisfied are you with your personal
relationships?

How satisfied are you with your sex life?

How satisfied are you with the support you
get from your friends?

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

How satisfied are you with your access to
health services?

How satisfied are you with your transport?

Very
dissatisfied

1

Dissatisfied

2
2

PO PO PO DO PO PO

Neither
satisfied nor

dissatisfied

3
3

3

Satisfied

The following question refers to how often you have felt or experienced certain things in the last two weeks.

31 (F8.)

How often do you have negative feelings
such asblue mood, despair, anxiety,
depression?

Never

Seldom

Quite often
3

Very often
4

Very
satisfied

5
5

5

Always
5

19
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APPENDIX ¢
INFORMED CONSENT FORM

INFORMED CONSENT

In my research | will be informing all benefit and risk about research to all
participant .1 will inform them that you will be given the result of this research and
there is no risk of participating in this research. You underdressed that your name is not
recorded anywhere in file for this study .You understand that any information from this
study will be stored in locked files. You will not be identified in any publication .you
understand that your research records may be inspected by appropriate governmental or
be released in response to an order from a court, but the records do not contain your
name or identification



81

APPENDIX D
DATA COLLECTION FORM

CONSENT FORM

|, MEIMIESIVISS..ovvvsvvvssnsnssssssssssssssssnssssssssssssnssssssssssssrsns have fully understood
that | will be participating in this research on outcome and adherence of antiretroviral
therapy among people living with HIV/AIDS in Nepal: apreliminary study. I have been
explained about research .1 can also ask any question to the investigator. If I do not
want to continue, 1 can also withdraw my self from this study anytime. 1 have been
ensured that all confidentiality will be maintained.

PATIENT VISIT RECORD
Patient name or ID
Hospital/clinic number

Date of visit

Patient History:

* HIV related disease including TB
» Cough >2 wks

* Fever

* Weight Loss

* Diarrhea

» Other symptoms like GI, CNS, Skin



Other medications:

Drug Allergies:

WHO Staging:

Is there any change since last visit?

ADHERENCE TO ANTIRETROVIRAL THERAPY:

NO Ofd0Ses MiSSEd iN TAST 7 GAY S: s s s
NO d0SES MiSSEd SINCE TAST VISTE: s
Dose taken atcorrect tim € .vnonnn Y B S e no

Correct dose taken: ... R no

Dose delay >L N1 Y B S st no

Specify reason for interruption or modification/fatlure to take prescribed doses:
OTHER MEDICATIONS: New and ongoing (ifnew, indicate Start date)
Medication Start Date

PHYSICAL EXAMINATION: (tick ifnormal, describe if abnormal)

G BIMETAL COM A ITION covvoeeeeeeeesseseseeseesssessssos e st esss et sees s e et

GU Tract

MUSCUTOSKEIRTAT SYSTEM covvvvvsvssrssrnssssssssmrssssssssssssssssssssssssssssssssssssssssssssssssssssssssssssssssssssne
B XETR I TEY ovvtvvtsvrvnssvsssssssssssssssssssssssss st
Neuro logical SyStem .

O =T O T 1 -



HIV-RELATED ILLNESSES: new and ongoing (ifnew, indicate Start Date)
Are there any new HIV-related illnesses at this Visit? N 0 . Yes (ifyes,
LT )
START DATE
COMMENTS
«Oral candidiasis___ [ /
* Oral hairy leukoplakia___
 Pruritic populareruption___
*Lymphadenopathy (>1 c¢cm on both sides)
*Other HIV related illnesses
[
[

BASIC LABORATORY RESULTS

Hemoglohin s GIdT W B C o 103cells/eil
e E Y LR €A 109/1 R/B Lo, 103cells/fil
Total [ymphoCyte COUN b 103cells/td
Glucose... Mg/dl Creatining . mgl/dl
ALTISGPT . ull

CD4+cells. [ THIV-IRNA copies/ml
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