Instructions

When completing this form in Microsoft Word, it will be hard to circle or underline answers...you may indicate your answers from multiple choice selection by leaving the correct answer, deleting the

ones that do not apply to you.  Should you wish to print the survey and make changes by hand, please leave survey as is, and circle or check items as requested.  Once you complete the survey you

may save it, and: 

  -   attach the file to an e-mail to Dr. Denise Travis at  dtravis@iunhaw1.iun.indiana.edu 

  -  or send a printed copy  via U. S. Mail to Dr. Denise Travis, Division of Social Work, Indiana University Northwest, Raintree 213A, 3400 Broadway, Gary, Indiana  46408 

 -   or fax a printed copy to Dr. Denise Travis at 219-981-4264 

 -   or deliver a printed copy to the Division of Social Work departmental office at Indiana University Northwest, Raintree 213. 

We must receive this survey by June 28, 2000 to meet our deadline.

Thank you for your participation.

PLWH/A NEEDS SURVEY
INDIANA DRAFT SURVEY

INTRODUCTION

Thank you for agreeing to participate in this important survey.  Completing this survey gives you a voice in the planning of HIV and AIDS treatment services throughout the State of Indiana. 

For each question below, circle or write in an answer.  There are no right or wrong answers.  Please take as much time as you need to answer each question based on your experiences.  Some questions may sound repetitive, but we want to ensure that we get the most accurate information as possible.  If you have any questions, please ask for assistance.
Your responses are completely confidential.  Your name will never be linked to your answers.  We ask some questions about your background because we need this information for analysis.  However, this information will never be linked to your name. 

Thank you in advance for completing this survey.  Please go to the next page.

Confidential ID

We will be obtaining responses from many survey respondents over the next few weeks. In addition we will be co-ordinating our efforts here in Indiana with a state-wide needs assessment. To avoid duplication, we are asking that you create a confidential identifier for yourself which will be placed on the top of every page on your survey. That ID would be unique to you, but would protect your confidentiality.

I. Creating the Confidential ID

Please enter the FIRST letter of your first name (so for Raymond enter ‘R’). 
_____________(e.g. R)



Please circle the number of the month you were born. 
1= January

2= February

3= March

4= April

5= May

6= June
7= July

8= August

9= September

10= October

11= November

12= December

Please enter the FIRST letter of your  last name (so if  your maiden name was Smith, enter ‘S’). 


_____________(e.g. S)

Please write this confidential ID (e.g. R10S) on the top of every page of the questionnaire.

PERSONAL DATA

1.  Are you currently …

HIV negative

1
Please see the interviewer.

Don’t know HIV Status

2


HIV+ with symptoms

3


HIV+ with no symptoms

4




2. When were you born?

__ __ /__ __

 Mo.       Yr.



 3. What best describes your race? 

African American/Black 

1

Asian/Pacific Islander

2

White/Caucasian

3

Other (specify) ______________________
4




4. Are you Hispanic/ Latino(a)


Yes……………………………………………
1

No……………………………………………
2




5. Are you... (Circle number next to the answer) 

Male

1

Female

2

Transgendered (can also circle male or female)

3



6. What language do you prefer to speak?

English

1

Spanish

2

Other (Please specify) __________________                                                   
3



7. What is your highest level of education?

Grade school or some high school

1

Graduated high school/GED

2

Some college or technical / trade school

3

Completed college

4

Graduate school …………………………..
5



8. Are you (Circle One)

Single (Never Married)

1

Married.

2

Not married but living with partner

3

Divorced

4

Widowed or lost a partner

5

Other (specify)______________________
6





9. What is the zip code and County where you live?

__ __ __ __ __
_________________

Zip
County




10. Do you consider yourself (Circle One)


Heterosexual/Straight

1

Homosexual – Gay man

2

Homosexual – Lesbian

3

Bisexual

4

11. For each of the following circle 1 (yes) or 2 (no).


YES
NO

Are you currently homeless?


(if yes, where do you sleep at night?

______________________________
1
2

Do you feel safe there?
1
2

Do you feel you will have to move soon?
1
2

Are you taking care of others who are HIV positive?

1
2

Is someone taking care of you where you live?
1
2



12 . How many….(write in the number)

Other adults are living with you?



Children and teens are living with you?



13. Is anyone else in your household or immediate family HIV positive? 

(Circle 1 for “yes”, 2 for “no" or 8 for "Don’t Know" for each item)
Yes

HIV+
No

HIV-
DON’T

KNOW

Partner/wife/husband

1
2
8

Adult family member/relative

1
2
8

Other adults

1
2
8

Children

1
2
8

How many children are HIV positive in your household?
___

#



14. Does anyone help you pay your mortgage/rent?                                (Circle 1 for "Yes" or 2 for "No" for each item)


YES 
NO

I pay for it myself, nobody helps

1
2

My family/spouse/partner helps

1
2

Friends help

1
2

Roommate helps

1
2

Public or private agency helps

1
2

Which one(s) _______________________






15. During the last two (2) years, have you ever been… (circle answer for each of the items below)


Never
Less than a month
1-3 months
4 months to a yr.
More than 1 yr.

In prison/jail

1
2
3
4
5

Homeless

1
2
3
4
5

Living in housing provided because you were homeless

1
2
3
4
5

Living in transitional, drug treatment or half-way housing
1
2
3
4
5

On any housing or rental assistance waiting list

1
2
3
4
5

Without any insurance that covers HIV treatment

1
2
3
4
5







16. What best describes your current work situation? 

Employed full-time

1


Employed part-time

2


Working part-time and on disability

3


Not working - on disability

4


Not working – applied for disability

5


Not working – looking for work

6


Not working – student

7


Other (Specify)_________________
8




17. Since you were diagnosed HIV positive, have you had or would you like any vocational rehabilitation? 

Yes have had voc rehab


      If yes, from whom? _______________________________
1


No, but I would like to have voc rehab

2


No, have not had voc rehab

3


No, I do not want voc rehab

4




18. What is your household’s estimated yearly income from all sources and before taxes? 

$8,350 or less
               
1

$8,351 - $16,700
            
2

$16,701 - $25,050

3

$25,051 - $34,000

4

$34,001 - $50,001

5

$50,001 or more

6

INSURANCE

19.  Please tell us about your health insurance.  Do you have ...(circle 1 for "Yes" or 2 for "No" for each item)


YES
NO

No insurance (Skip and Go To Q. 25)

1
2

Private insurance through work 


     Is this insurance a HMO?
1
2


1
2

Private insurance - not through work


     Is this insurance a HMO?
1
2


1
2

My partner has a family plan at work

1
2

Insurance continuation from work through COBRA

1
2

Indiana Comprehensive Insurance or Indiana high risk pool insurance (ICHA)
1
2

Medicaid (HMO)

1
2

Medicaid (Not HMO)
 
1
2

Medicare

1
2

Veteran Administration (V.A.)

1
2

Early Intervention Supplemental (EIP) for vision and dental

1
2

Hoosier Healthwise (for children)

1
2

Other __________________________
1
2



20. Who pays for your insurance? (If you have no insurance go to Q. 25)

I pay for my own premium

1

My employer pays for all

2

My employer pays for part

3

Health Insurance Assistance Program (HIAP)

4

Hoosier Healthwise (for kids) 

5

Other ________________________
6



21. How much do you pay for insurance premiums?

Nothing/not applicable

1

Less than $100/month

2

$101 to $200/month

3

$201-$300/month

4

$300 or more a month

5

22. How much do you pay for insurance deductible?

Nothing/not applicable

1

Less than $500/year

2

$501 to $1000/year

3

$1,001-$1,500/year

4

Over $1,500 a year

5



23. How much do you pay for monthly drug copays?

Nothing/not applicable

1

$5-$9 per prescription

2

$10-$24 per prescription

3

$25-$49 per prescription

4

$50 or over per prescription

5



24. Does your health insurance have....(circle 1 for "Yes" or 2 for "No" or 8 for "Don't know" for each item)..


YES
NO
DON’T

KNOW

Pre-existing conditions (won't pay for old medical problems)

1
2
8

Limits on coverage that have stopped you from getting care?

1
2
8








25. What program pays for your HIV/AIDS drugs?


YES
NO
DON’T

KNOW

Not on any HIV drugs ______




AIDS Drug Assistance Program (ADAP) 

1
2
8

Medicaid

1
2
8

V.A. Medical Assistance

1
2
8

Private Insurance or HMO

1
2
8

Patient Assistant Programs from drug companies

1
2
8

Clinical trials 

1
2
8

Other (Specify) ____________________
1
2
8






26. Which of the following benefits do you receive? (Circle 1 for "Yes" or 2 for "No" for each item)


YES
NO

Food stamps

1
2

Long term disability (from work)

1
2

Social Security Disability Income (SSDI) - permanent disability 

1
2

Social Security Income (SSI)

1
2

Rent supplement

1
2

Emergency Financial Assistance
1
2

Other public assistance (please specifiy) ___________________________________
1
2

MEDICAL INFORMATION
27. How did you find out you were HIV positive?

When you decided to be tested 

for HIV

1

When you went to the hospital for something else

2

As part of a physical exam

3

FOR WOMEN: As part of my care while pregnant

4

Other ____________________________
5



28. What was the month and year that you first tested positive for HIV?
__ __

Mo.
__ __

Yr.



29. How many times have you been tested for HIV infection in each of the sites below? 

(Write "0" if never tested at each site.  Note # of times tested for each site.)

Counseling & Testing Center



Clinic in your community



Health Department



Hospital clinic



Hospital Emergency Room



Private Physician’s office



VA Hospital 



Other (Please Specify) 
________________________________




30. How long after you learned you were HIV positive, did you receive care related to your HIV infection?  (circle one)…

Have not received medical care

1

Within a month

2

Within 6 months

3

Within a year
4

After more than a year

5

Don’t remember

6



31. What is the most likely way you were infected with HIV?

Same sex contact

1

Opposite sex contact

2

Sharing needles

3

Born with HIV

4

Other (Specify) ____________________
5

Don’t know

6



32. Have you been told by your doctor that your HIV infection has progressed to AIDS?

Yes

1

No

2

33.  If you have AIDS, What was the month and year that you were told you had AIDS?   If not, please skip.
__ __

Mo.
__ __

Yr.

34.  What was your highest and most recent viral load? (Write count, month and year, if don't know circle 9898)

Highest viral load count

________

Count
In


__ __

Mo.
__ __

Yr.




Most recent viral load count

________

Count
In


__ __

Mo.
__ __

Yr.

Don’t know (Circle)

9898

Never had viral load test (Circle) 

9999



35.  What was your highest and most recent T-cell count? (Write count, month and year, if don't know circle 9998)

Highest T-cell count

_____

Count
In


__ __

Mo.
__ __

Yr.







Most recent T-cell count

____

Count
In


__ __

Mo.
__ __

Yr.

Don’t know (Circle)

9998

Never had T-Cell Count (Circle) 

9999



36. In general, would you say that today your physical health is…

Excellent

4

Good

3

Fair

2

Poor

1




37.  How would you rate your physical health now as compared to one year ago?

Much better

5

A little better

4

About the same


3

A little worse

2

Much worse

1




38. In general, would you say that today your emotional health is:

Excellent

4

Good

3

Fair 


2

Poor


1



39.  How would you rate your emotional health now as compared to one year ago?

Much better

5

A little better

4

About the same 

3

A little worse

2

Much worse

1



40. At any time in this or last year have you been  diagnosed with any of the following mental illnesses?


YES 
NO

Bipolar Disorder 

1
2

Anxiety

1
2

Dementia

1
2

Depression

1
2

Other (Specify) ___________________
1
2



41.  At any time in this or last year, have you received any of the following? (Circle Yes or No for each item)


YES 
NO

Individual counseling / therapy

1
2

Group counseling / therapy

1
2

Medication for psychological or mental problems?………………..
1
2

Other  ______________________
1
2




42. At any time in this or  last year, have you been diagnosed with any of the following diseases listed below? (Circle Yes, No or Don’t Know for each.)


YES
NO
DON’T

KNOW

Hepatitis (A, B or C)

1
2
8

Syphilis

1
2
8

Herpes (genital)

1
2
8

Gonorrhea

1
2
8

Venereal warts

1
2
8

Other sexually transmitted 

Disease (Specify)_________
1
2
8

Yeast infections 

1
2
8



43. Have you ever been diagnosed with active or inactive Tuberculosis (TB)?

No

1

Yes, have inactive TB

2

Have active TB, in treatment

3

Have active TB, not in treatment

4

Don’t know

8

If you have ever taken HIV medications, please tell us about them.  If not, skip to the NEXT PAGE.

44. IF MEDICATION TAKEN, Are, or were you, on (Circle Yes or No for each item)…


YES
NO

Combination Therapy (more than one anti-viral and/or protease inhibitor)?

1
2

Early treatment with antivirals (treatment before being diagnosed with AIDS)

1
2

45.  IF MEDICATION TAKEN, What are, or were, the side effects of your medication(s)? (Circle Yes or No for each item)


YES
NO

Headaches

1
2

Stomach Pain

1
2

Neuropathy (tingling or pain in legs and feet)

1
2

Dizziness

1
2

Diarrhea

1
2

Fatigue

1
2

Weight loss

1
2

Other (Specify)__________________
1
2



46. IF MEDICATION TAKEN, How often have you skipped taking your medication as prescribed by your doctor?

Never skipped
1

Once or twice a month

2

Once or twice a week

3

More than twice a week

4

I have stopped taking my medicine

5

47. IF SKIPPED OR STOPPED TAKING MEDICATION, How did you decide to skip or stop taking your medication?

With the advice of your doctor

1


Without the advice of your doctor

2


48.  IF SKIPPED OR STOPPED TAKING MEDICATION, why? (Circle Yes or No for each)


YES
NO

Side effects 

1
2

Difficult schedule and requirements

1
2

Forgot to take the medication

1
2

Ran out of medications

1
2

Hard to coordinate with food 

1
2

Other (Specify) _________________
1
2

49.  Are you or were you taking any herbal supplements such as St. John’s Wort, Kava Kava, or Gingko?

No……………………………………
1


Yes, with the advice of your doctor

2


Yes, without the advice of your doctor

3


49 a.  Are you taking any HIV medication prescribed to anyone else?

Yes

1

No

2

49 b.  Do you have a regular place you go for HIV health care?

Yes

1

No

2

   If yes, where _____________________________

49 c.  If yes, do you have a regular doctor or nurse (nurse practitioner) who takes care of your HIV health care needs?

Yes

1

No

2

   If Yes, who ____________________________

49 d.  Do you have a provider for non HIV related healthcare?

Yes

1

No
2

If Yes, who

____________________________________

49 e.  Do you have any children of your own, or any other children that you are caring for?

Yes

1

No

2

FOR ALL WOMEN

49 f.  Are you pregnant?

Yes

1

No

2

         If yes, are you on any of the following medications? 

         ( ( all that apply)

___  AZT

___  Combivir

   ___  another antiretroviral regimen that contains AZT? 

FOR MOTHER/CAREGIVER OR

PREGNANT WOMEN:

49 g. Are you the caregiver of a child whose  mother was on AZT?

Yes

1

No

2

Don't Know
3

49 h. Have you ever been pregnant and taking AZT?

Yes

1

No

2

49 i.  Are you the mother or guardian of a child on AZT, Combivir, or another antiretroviral regimen that contain AZT during your/her pregnancy?

No

1

Yes

2

Don't Know

3

ALL RESPONDENTS PLEASE PROCEED TO THE NEXT PAGE

51. Look back through the list of services in Q.50. 

a. From this choose the four YOU need the most.  Write the number in the space provided below.

b. Then tell us if these needs are being very well met, adequately met, poorly met or not met at all. 

c.  As the final step, look back at the list of barriers in Q. 51, and list the biggest barrier to obtaining this service for you.
Please ask the interviewer for assistance with this question if you are unclear what to do.

a. Services needed by YOU
b. How well met? (Circle the number)
c. Write in the biggest Barrier for you from the list in Q 51. Use the Barrier NUMBER to identify them.

List top 4 services from the list in question 50 in order of their importance to you. Use the Service NUMBER to identify them.
Very well 
Ade-quately
Poorly
Not met at all


Most important:


4
3
2
1
Barrier

2nd most important: 


4
3
2
1
Barrier

3rd most important:


4
3
2
1
Barrier

4th most important: 


4
3
2
1
Barrier

52. BARRIERS TO SERVICES: Below is a list of barriers that can prevent people living with HIV and AIDS from obtaining treatment.  For each item, circle the number indicating how big a barrier it is for you: a big barrier for you, a moderate barrier, a small barrier, or no barrier at all.  A “big barrier” prevents you from obtaining services.  A “moderate barrier” is one that causes concern and delays getting services.  A “small barrier” causes minor concern and delay.



Big
Moderate
Small
No Barrier
Not 



Barrier
Barrier
Barrier
at all
Applicable

1
Not knowing what treatment is available to me
4
3
2
1
0

2
The location of the organization providing services
4
3
2
1
0

3
Not knowing what services I need for treating my HIV infection
4
3
2
1
0

4
The level of expertise of the person providing the service
4
3
2
1
0

5
My state of mind or mental ability to deal with the services and treatments
4
3
2
1
0

6
The ability of the person providing services to speak to me in a language that I understand
4
3
2
1
0

7
My physical health
4
3
2
1
0

8
The lack of on-site child care when I go to get services and treatments
4
3
2
1
0

9
The quality of service
4
3
2
1
0

10
My thinking that I was not being affected by the infection (denial)
4
3
2
1
0

11
The amount of red tape and paperwork I had to fill out to get the service
4
3
2
1
0

12
My ability to talk and discuss my care with the service provider
4
3
2
1
0

13
The lack of sensitivity of the people providing the service to my issues and concerns
4
3
2
1
0

14
My concern that other people may see me when I go to get care or learn about my HIV infection (lack of confidentiality)
4
3
2
1
0

15
My ability to understand the instructions about services and treatment
4
3
2
1
0

16
My ability to find my way through the system
4
3
2
1
0

17
The organizations providing the service making me feel like a number
4
3
2
1
0

18
The amount of time I had to wait to get an appointment or see someone
4
3
2
1
0

19
Not having transportation
4
3
2
1
0

20
The cost of the service to me
4
3
2
1
0

21
Not having enough insurance coverage
4
3
2
1
0

22
The level of discrimination I felt from the people providing service
4
3
2
1
0

23
The ability to get the referrals to services I need
4
3
2
1
0

24
Not being eligible to obtain services because of rules and regulations
4
3
2
1
0

25
My concern that the services I need do not exist 
4
3
2
1
0

26
The chance of being reported to the authorities
4
3
2
1
0

27
Adhering or following the instructions for my medication
4
3
2
1
0

28
The lack of sensitivity of the service provider to my beliefs and spiritual concerns
4
3
2
1
0

29
Poor coordination among the organizations providing services
4
3
2
1
0

30
Not being able to get options about treatments from the people I go to for services
4
3
2
1
0

31
There is no single location where my HIV+ children and I can go for primary care
4
3
2
1
0

32
The lack of services for my family
4
3
2
1
0

33
Other (specify) _________________________________________
4
3
2
1
0

53. Have you ever used any of the following mood altering substances? 
54.  IF YOU HAVE USED, During the past 12 months, how often have you used any of the following substances?


Ever used
If used in last 12 months


YES
NO
Not used in last 12 months
Used less than once a month
Used at least once a month
Used once a week or more 

Alcohol

1
2
1
2
3
4

Marijuana or hash

1
2
1
2
3
4

Crack/Cocaine

1
2
1
2
3
4

Heroin

1
2
1
2
3
4

Crystal Meth or Methamphetamines
1
2
1
2
3
4

Ecstasy

1
2
1
2
3
4

Uppers

1
2
1
2
3
4

Downers

1
2
1
2
3
4

Pills not prescribed by my doctor (Specify)______________________
1
2
1
2
3
4

Other substances (Specify) ___________________________
1
2
1
2
3
4

55. Where were you born? 

a. The United States

1
(CIRCLE ANSWER, GO TO 56)

b. Mexico

2
  

c. Puerto Rico or other US Territories

3


d. Other   _____________________________

4




Specify

55a. IF NOT BORN IN US, in what year did you first come to the US? 
___ ___


       Yr.

55b. How would you describe you residency status In the United States?

a. Citizen

1

b. Have a visa (student, temp or permanent)

2

c. Have legal refugee or on asylum status

3

d. Undocumented

4

e. Other ___________________________

5

56.In your own words, when you think of the next few years, what are the major challenges you expect to face in order to maintain and improve your quality of life  (Continue on the other side if necessary)










57. Do you know any people who are living with HIV or AIDS, and who are not seeing a doctor or getting treatment services?

Yes

1

No

2



58. IF YOU KNOW SOMEONE NOT IN CARE Would you give them a postcard with our phone number on it so they can call us to complete a survey?

Yes

1

No

2

59. Before we finish this survey, do you have any other comments about your satisfaction with the way you get services or with the outcome of these services or anything about HIV or AIDS related services provided to you?

If not enough space, please continue your comments on the other side.















Thank You! Please return the survey to the assistant.
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