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Introduction
Now entering into the third decade of the AIDS pandemic, the 2002 Kentucky HIV/AIDS Needs Assessment's goal is to examine the changing face of HIV/AIDS in Kentucky and the needs of Kentuckians living with this disease.  The focus population of this assessment is the Kentucky HIV/AIDS Care Coordinator Program and its clients.  The Care Coordinator Program does not reach all Kentuckians infected with HIV because of income requirements to be in the program.  The Care Coordinator Program, however, does attend to the most financially needy Kentuckians living with HIV who are often dependent upon the state for care.  

The needs assessment instrument consisted of a ten page survey administered by clients' care coordinator.  Each client received the survey via the mail or in-person from their coordinator.  The UK Center for Prevention Research created the survey instrument and analyzed the data.  Because of confidentiality concerns, the Center did not have access to the names or addresses of clients.  Initial administration of the survey and follow-up seeking responses to the survey thus rested with the care coordinators.  The survey was sent to clients in late November or early December via the staff in the six care coordinator regions.

A second effort consisted of surveying a wide net of the general population.  This effort involved recruiting student groups, HIV care agencies, and other individuals to fill out the survey.  Sixty-one such individual respondents completed the survey.   Because these general numbers are small and are not generalizable to the general public, this report instead focuses on the clients in the Care Coordinator Program.

Population
1,262 clients are currently listed in the Kentucky HIV/AIDS Care Coordinator mailing list and were sent a survey by their care coordinator by region:

· Barren River-


140
· Cumberland Valley-

  80
· Lexington-


306
· Louisville-



570
· Northern Kentucky-

128
· Paducah/Pennyrile-

138
Two incidents, however, point to problems with knowing the actual number of clients who received the survey.   While respondents were specifically asked to not return the surveys with their name or address, one grieving mother did respond with her son's name to let the Center know that he had committed suicide the previous September.   In a second incident the staff of the Louisville/Jefferson County care coordinator office placed the Center's return address on envelopes mailed out to clients.  Over one hundred of the envelopes (or 20% of the clients listed for this region) were returned because the clients had either moved or had addresses insufficient for postal deliver.  In a number of cases, envelopes were mailed with addresses consisting only of a person's name and either "Homeless" or "Incarcerated".  While these incidents did breach the confidentiality protocols built into administering the survey, they do point to the serious and difficult problem of tracking many poorer clients.  In fact, the point of contact with a number of clients may be irregular face-to-face meetings at the care coordinator office.  While 1,262 individuals are on the care coordinator rolls, the actual number reached by the survey is twenty percent lower in one region alone.  It is thus likely that around 1,000 clients actually received the survey.

A disproportionate number of clients who believe they contracted HIV through injecting drugs did not respond to the survey.  This population may include more of the homeless or incarcerated.  There may also be increased stigma associated with this transmission route.  On the other hand, more than double the percentages of individuals reported to have contracted HIV through transfusions or transplants report believing they contracted the virus in this manner.  This route may hold less stigma.

293 clients responded to the survey for a response rate of between 25 and 30 percent.  This figure is in keeping with expected response rates for a simple mail-in survey where follow-up is challenging because of confidentiality needs.  By region:

Region


# Returned

% of Listed Clients

· Barren River

54



38%
· Cumberland Valley
28



35%
· Lexington


42



14%
· Louisville


86



15%
· Northern Kentucky
41



32%
· Paducah/Pennyrile
42



30%
As explained earlier, Louisville's response rate is heavily affected by a number of clients having no postal address because of homelessness or incarceration.  This situation may affect more rural regions less with the resulting higher return rates over the Louisville and Lexington urban areas.

This comparison looks at returned surveys to more reliable numbers for clients diagnosed with AIDS by region:

Region


# Returned

# Living 12/31/01

Reporting AIDS 
with AIDS Diagnosis

Diagnosis



· Barren River

19



159
· Cumberland Valley
12



112
· Lexington


19



466
· Louisville


37



820
· Northern Kentucky
17



142
· Paducah/Pennyrile
16



145

Not all of these 1,844 individuals are enrolled in the Care Coordinator Program.   1,262 individuals are currently listed on the Care Coordinator Program rolls.  Still, this survey only elicited just under 6% of the possible responses from Kentuckians living with HIV.  Reaching this group for needs assessment is challenging.

Demographics
293 clients responded to the 2002 HIV/AIDS Needs Assessment survey.  This group is varied but largely poor, white, male, and middle-aged.  Half have a high school education or less.  A third have been jailed.  Two out of every five of these HIV+ Kentuckians is a parent.  Two out of every five also live alone.

Age

· Median Age:  41 years

· Age Range:  8 years to 69 years 

· 60 and older:  
  2%

· 50-59:  

16%

· 40-49:

37%

· 30-39:

41%

· 22-29:

  4%

· 18-21:

0.4%

· 13-17:

  0%

· 12 and younger:
0.4%

Sex

· 20% female

· 79% male

·   1% male-to-female transgendered

Race

· 75% white

· 20% black

·   1% Hispanic

·   1% mixed race

·   3% Asian, Native American, or other

Family Structures

· 41% live alone

· 20% live with a partner

· 14% live with children (another 25% report having children with whom they do not live)

· 12% live with a parent

· 11% live with a legal spouse

·   6% live with a friend or roommate

·   3% live with a sibling

·   2% live with another relative other than parent, sibling, child, grandparent, aunt/uncle, or cousin

·   1% live with a grandparent

None live with an aunt/uncle or cousin.

Pets

21% have a dog, 13% have a cat, and 5% have another type of pet.

Education

· 16% have less than a high school degree

· 38% have a high school diploma or GED

· 28% have had some college

· 12% have a college degree

·   3% have a graduate or professional degree

Employment

· 57% are on disability

· 18% are employed full-time

· 13% are unemployed and not on disability

·   6% work part-time and are not on disability

·   2% work part-time and are on disability

·   2% are retired

Annual individual Income

· 60% earn less than $10,000 ($10K) 

· 23% earn between $10K and $15K

·   8% earn between $15K and $20K

·   6% earn between $20K and $25K

·   2% earn between $25K and $30K

·   2% earn over $30K

Annual Household Income

Household income for purposes of state criteria is determined by an individual and her/his legal spouse's incomes.  Other individuals' incomes are not used to compute this figure.

· 45% earn less than $10,000 ($10K) 

· 24% earn between $10K and $15K

·   8% earn between $15K and $20K

·   8% earn between $20K and $25K

·   3% earn between $25K and $30K

·   5% earn over $30K

Primary Language

The Center had the survey translated into Spanish at the request of some of the care coordinators.  No regional office, however, requested copies of the survey in Spanish when offered.

· 98% English

·   2% Spanish

Veteran Status

· 17% are veterans

Incarceration

· 35% report having been jailed in their lifetime

Sexual Identities and Behavior

Self-Defined Sexual Orientation

· 55% Gay/Lesbian/Homosexual

· 34% Heterosexual

· 10% Bisexual 

·   7% did not answer this question

While only 10% self-identify as bisexual, 38% report having had sex with both men and women in their lifetime.  3% report having had sex with both men and women in the last year.

Self-Defined Sexual Orientation and Gender

(Actual number of individuals are in brackets.)

· 50% Gay male (147)

· 17% Heterosexual female (49)

· 15% Heterosexual male (43)

·   9% Bisexual male (26)

·   1% Bisexual female (2)

· <1% Lesbian female (1)

The two people reporting themselves to be male-to-female transsexuals did not define their sexual orientation.  The question of sexual orientation for these transgendered people is difficult over the tension between biological male bodies attracted to other males (male homosexuality) and a female gender attracted to males (female heterosexuality).  Thus, this is likely why these two individuals could not easily answer the sexual orientation question.

Self-Defined Sexual Orientation and Sex of Sexual Partners

Studies of sexuality reveal that sexual identities and behavior are complex and vary over the lifespan.  Adult heterosexuals may experiment sexually with members of the same sex as youth.  Adult homosexuals face great social pressure to conform to heterosexual norms and may have heterosexual relationships before coming out.  While studies find that bisexuality is fairly common among a significant portion of Americans at some point in their lives, it is less common as a sexual identity.  Sexual identities and orientations also should incorporate far more than mere self-labeling or sexual behavior:  they also involve attractions, fantasies, affections, love, and a host of socio-emotional factors.  For this report, however, we looked at how self-defined sexual identities correspond with reported sexual behavior.  This survey focuses on HIV infection risk and thus did not ask about specific sexual behaviors using a condom.

Lesbian

Only one woman self-identifies as a lesbian among this group of HIV+ individuals in the Care Coordinator Program.  She reports to having never had unprotected vaginal or oral sex.  She does say that she has had unprotected anal intercourse outside of a monogamous relationship.  She does not list how she believes she contracted HIV.  In the last year she reports having had sex only with men.  In her lifetime, however, she has had sex mostly with men but with some women.  Her sexual orientation (lesbian) thus does not correspond to the sex of her partner(s) in the last year (men).   A 2000 study of exotic dancers in Lexington by Dr. Bernadette Barton, however, found that a majority of strippers self-identified as bisexual or lesbian.  Studies also document situational homosexuality among normally heterosexual men who are in prison.  If a sex worker, this woman may show evidence of situational heterosexuality where her attractions are to other women but where her sexual behavior is with men for commercial profit.  This survey does not reveal the particulars of this woman's life, but other studies of female sex workers in Kentucky point to such a phenomenon.

Gay Men

Over their lifetime, just over half (55%) of the gay men who responded report having only had sex with other men.  Forty-two percent (42%) report that the majority of their partners have been male but with at least one female sexual partner.  Just over two percent (2%) of gay men report that fifty percent or more of their partners have been women intermixed with male partners.

In the last year fourteen percent (14%) of the gay male clients in the HIV/AIDS Care Coordinator Program who responded to the survey report they were celibate.  Eighty-five percent (85%) were sexually active in the last year.  Except for three men, this group reports only male sexual partners.  Twenty-three percent (23%) report bare-backing (unprotected anal sex) in the last year outside of a monogamous relationship.  Twenty-seven (27%) report bare-backing in a monogamous relationship.  Unprotected oral sex in the last year was slightly more common:  27% of men in a non-monogamous relationship and 34% in a monogamous relationship.

Two men, however, report mostly male but some female partners in the last year.  A third man reports having had only male sexual partners in the last year but also having had at least one threeway sexual experience where a woman was present.  One of these gay men also reports having unprotected vaginal intercourse with a woman while in a monogamous relationship with her.

Eighty-nine (89%) believe they contracted HIV through sex with another man.  Nine individuals believe injecting drugs were involved in their infection.  Four believe they were infected some other way than the choices given on the survey.  Two believe they were infected through blood products.  One gay man believes he was infected through heterosexual sex with a woman. 

Twenty-seven percent (27%) of these men have been previously jailed.

Bisexual Men

Over their lifetime, only twenty-five individuals report being bisexual men.  Sixty percent (60%) of these men have primarily had only male partners.  One bisexual man has only been with other men.  The other ten bisexual males report having mostly female partners (7 men) or an equal number of male and female partners (3 men).

Eleven of these twenty-five men were celibate over the last year.  Among the other fourteen, nine had sex only or mostly with other men.  Four had sex only or mostly with women.  Two report an even split between female and male partners.

The majority (16 individuals) believes they contracted HIV through man-to-man sex.  Another three believe both MSM (men having sex with men) and injecting drugs (IDU) were involved.  Heterosexual sex is believed by three other bisexual men to have been the transmission route for their infection.  One bisexual man believes he was infected some other way than listed on the survey.

Forty-four percent (44%) of these men have been previously jailed.

Bisexual Women

Only two women self-identify as bisexual.  Both have had unprotected vaginal, oral, and anal sex in a monogamous relationship in the last year.  One also had unprotected oral sex outside of a monogamous relationship in the last year.  Finally, both also report having had a sexual experience in the last year involving both another woman and a man.  One woman believes she was infected through heterosexual sex while the other says she was infected some other way than listed on the survey.  One woman reports having previously been in jail.

Heterosexual Women

Forty-nine HIV+ women responded on the survey that they define themselves as heterosexuals.  Eighty-eight percent (88%) have only had male sexual partners.  Five women report mostly male but some female sexual partners.  One self-described heterosexual woman lists that all her sexual partners have been other women.  Twenty-nine percent (29%) of these women report being celibate in the last year.  Except for one woman who was sexually active only with other women in the last year, the remaining women have had male partners.  Three women report having had unprotected vaginal intercourse outside of a monogamous relationship in the last year.  Eleven women report similar risky behavior while in a monogamous relationship.  Three heterosexual women also report injecting drugs in the last year.  Seventy-one percent (71%) believe they contracted HIV through heterosexual sex.  Three women believe they contracted HIV through a blood transfusion or organ transplant.  Another believes she contracted it because of a blood coagulation disorder.  One woman reports having contracted HIV through injecting illegal drugs.  Eight report they contracted HIV through some other means.  

Twenty-four percent (24%) of these women have been in prison.

Heterosexual Men

Forty-three men are self-described heterosexuals.  Eighty-four (87%) report having been sexually active only with females.  Twelve percent (12%), or five men, report having also had male sexual partners.  One of these five heterosexual men reports having had only male partners.  Forty-five percent (45%), or 19 men, believe they contracted HIV through heterosexual sex.  Four men believe they contracted the disease via sex with another man.  Another four view injecting drug use as the transmission route for their HIV.  Seven believe they contracted HIV either through injecting drugs or through sex with other men.  Three believe they contracted HIV from blood transfusions.

Almost half of the heterosexual men (22 out of 43) have been jailed in the past.  Three of these twenty-two men report having had sex with another man in their lifetime.  One reports sex only with men in his life and also reports sex with only men in the last year.  Situational homosexuality in prison does not appear to be very prevalent among this group of heterosexual men.

Epidemiological Profile:  Status
Half of these Kentuckians have been HIV+ for eight years.  Most were diagnosed with full-blown AIDS within two years of initial diagnosis.  For half, their first and only time of being tested for HIV led to a positive test for the virus' antibodies.  Another quarter learned they were infected on their second test.  While many report good or improving measures of health, 20-25% report declining or low CD4 counts and bouts with opportunistic infections.  Among the healthier, two-thirds report stable or improving CD4 counts.  A third currently have undetectable levels of the virus in their blood, and two out of every five have had no opportunistic infections.  Thrush is the most common opportunistic infection affecting the respondents.  

Diagnosis with HIV

· Median Year of Diagnosis with HIV:  1994

· Range:  1979 to 2001

Testing

· 54% tested for HIV only once- at time of diagnosis

· 23% tested two times

· 10% tested three times

·   4% tested four times

·   9% tested five or more times

AIDS

· 42% have been diagnosed with full-blown AIDS by a physician

· Median year of diagnosis with AIDS:  1996

Opportunistic Infections

Have or have had:

· 40% thrush (candidiasis)

· 40% have had none of the listed opportunistic infections

· 13% PCP (pneumocystis carinii pneumonia)

·   7% CMV (cytomegalovirus)

·   6% TB (tuberculosis)

·   5% lymphoma

·   3% cryptococcal meningitis

·   3% KS (Karposi's sarcoma)

·   3% MAC/MAI (mycobacterium avium complex)

·   2% crypto (crytposporidiosis)

·   2% histoplasmosis

·   2% toxo (toxoplasmosis)

Current Viral Load

· 33% undetectable

· 19% don't know

· 19% (1 - 400)

· 10% (400 - 5000)

·   3% (5000 - 10,000)

·   3% (10,000 - 15,000)

·   3% (15,000 - 20,000)

· 12% (above 20,000)

CD4 Count

· Median CD4 count:  400

· This count is an increase from the last check for 39%

· This count is a decrease from the last check for 25%

· [image: image1.wmf]Infections Among Women
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Age at Diagnosis:
· 60 or older:

  1%
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Epidemiological Profile:  Mode of Transmission

One respondent reports being diagnosed with HIV at a very early date; 1979.  Six percent of the respondents learned of their infection only last year.  Twenty-two years separate this early diagnosis and the most recent ones.   Two-thirds of respondents report MSM (men having sex with men) as the possible mode for the virus' transmission into their systems.  One in five report a similar sexual transmission route involving sex between a man and a woman.  Compared to other studies of sexual behavior, the reported incidence of oral sex among these respondents is surprisingly low.  A significant number of respondents report behaviors in the last year that pose a high risk of HIV transmission.   

How believe contracted HIV 

· 56% MSM

· 21% Heterosexual sex

·   8% MSM and IDU

·   7% some other way

·   4% IDU

·   3% Transfusion/transplant

·   1% Hemophilia/coagulation disorder

· 0.4% Perinatal

Risk Behaviors

NM= not in a monogamous relationship

M= in a monogamous relationship

Behavior





Lifetime

Past Year

Injecting illegal or non-prescription drugs

20%


  3%

Unprotected vaginal intercourse (NM)

24%


  4%

Unprotected vaginal intercourse (M)

26%


  8%

Unprotected anal sex (NM)



47%


15%

Unprotected anal sex (M)



40%


16%

Unprotected oral sex (NM)



49%


20%

Unprotected oral sex (M)



46%


23%

Shared syringe




15%


  2%

Had sex while drunk or high


56%


20%

Had sex with a man and woman at same time
17%


  3%

Belief v. Risk Behaviors

One question asked respondents how they believed they contracted HIV.  Other questions asked about risk behaviors.  

NM= not in a monogamous relationship

M= in a monogamous relationship

E= in either a monogamous or non-monogamous relationship

Risk



% of All Respondents 

% Believing They

Having This Behavior 

 Contracted HIV

In Their Lifetime
 This Way

Unprotected Vaginal Sex (MSF):

24% (NM), 26% (M), 35% (E)
         21%

Unprotected Anal Sex (MSM):

47% (NM), 40% (M), 51% (E)*
         56%

Unprotected Anal Sex (MSF):

11% (NM), 17% (M), 30% (E)**
           ?

Unprotected Oral Sex:


49% (NM), 46% (M), 62% (E)
           ?

Sharing Syringe:


15%



           4% (IDU) 

           8% (IDU & MSM)

? = Some statistics are impossible to compute from existing data.

*Figures for unprotected anal sex between two men include figures for men who report bisexual experiences and unprotected anal sex.  It is possible that such unprotected anal sex may have been with a woman, a man, or both.

** Figures for unprotected anal sex between a man and a woman include figures for men who report bisexual experiences and unprotected anal sex.  It is possible that such unprotected anal sex may have been with a woman, a man, or both at different occassions.
These statistics are unusual in a number of ways:

· The number of men reporting they have had unprotected anal sex is less than the number reporting a belief that they contracted HIV through MSM.  This statistic could reflect a number of possible scenarios.  Respondents may have simply misunderstood what "anal intercourse/sex without using a condom" meant.  Alternative MSM infection routes via condom breakage or unprotected oral sex also fall under MSM but not under unprotected anal sex.  There may also be an under-reporting issue involving IDU:  IDU may hold a higher stigma for some men than MSM.
· Respondents reporting injecting drug use (IDU) are considerably less likely to list this behavior as tied to how they believe they contracted HIV.  Only seventeen percent (17%) of respondents who report having injected illegal or non-prescription drugs believe this behavior led to their HIV infection.
· Ninety-eight percent (98%) of respondents report having had a sexual partner in their lifetime.  Ninety-sex percent (96%) report having some form of unprotected sex (oral, anal, or vaginal).  Fifty-sex percent (56%) report having had sex while drunk or high on drugs.  Yet, the reported incidence of unprotected oral sex is sixty-two (62%) percent.  Considering comparable studies of American sexual behavior (Shere Hite 1981, Samuel and Cynthia Janus 1993) one would expect unprotected oral sex to be more common.  The Janus Report on Sexual Behavior did, however, find that men with lower educational levels were less likely to practice oral sex.  
Health Care

Source of Care

· 32% see their regular physician for care

· 80% see or also see an infectious disease specialist

·   9% receive care through an emergency room

· 10% receive care through a local health department

·   4% receive care through a health department in another county

·   3% use alternative medicine

·   2% receive care through a health department in another state

·   7% receive care through a physician in another state

· 93% report their physician is aware of their HIV+ status

· 17% are veterans but only 37% of these veterans have received cared through the Veterans Administration

· 77% of those who have been jailed while HIV+ did not receive HIV exit counseling upon release

Out-of-State Care
Out-of-state care likely reflects the position of many medical service centers in urban areas adjoining Kentucky:  Cincinnati (OH), Evansville (IN), Carbondale (IL), Nashville (TN) and Huntington (WV).  Individuals may also seek treatments at specialty clinics in larger urban areas such as Atlanta or New York.

· 24% report receiving medical care outside of Kentucky

· 11% go to Ohio

·   5% go to Illinois, Tennessee, or West Virginia (<2% to each state)

·   4% go to somewhere other than a surrounding state

·   3% go to Indiana

Insurance

Veteran Care:  

· 17% of clients in the Care program are veterans

· Only 37% of these veterans have received any care from the Veterans Administration

· 23% of veterans report the VA as their insurance carrier

Sources of Insurance Coverage:

· 17% report they have no insurance

· 42% ADAP (AIDS Drug Assistance Program)

· 38% Medicare Part A

· 36% Medicare Part B

· 26% SSD (Social Security Disability)

· 23% Medicaid

· 12% Employer-provided insurance

· 11% SSI (Social Security Insurance)

·   6% HICP (Health Insurance Continuation Program)

·   6% individually purchased insurance

·   4% VA (Veteran's Administration)

·   4% patient assistance program(s)

·   4% Medicare supplement

·   3% COBRA

·   1% Kentucky Access

What Services Are Covered by Clients' Insurance:

· 12% don't know what is covered by their insurance

· 55% hospitalization

· 48% HIV-related prescriptions

· 44% out-patient care

· 42% HIV-related services

· 31% non-HIV-related prescriptions

· 23% dental coverage

· 13% optical coverage

· 11% pre-existing condition clause for HIV

Insurance costs:

· 29% do not know their insurance co-payment

· 28% do not know their insurance deductible

· 22% do not know their monthly insurance premium

Co-Payment

· $32 is the average co-payment and includes reported co-pays as high as $400 and $500.

· $10 is, however, the median co-payment.  As the median, or middle occurrence, this figure is more indicative of overall co-payments.

Deductible

· $222 is the average deductible and includes reported deductibles of over $1,000.

· $100 is the median reported deductible.

Monthly Insurance Premium

· $156 is the average reported monthly premium and includes six individuals reporting premiums of over $500 per month.

· $70 is the median reported monthly premium.

Pharmaceuticals
· Agenerase/Amprenavir

  4%

· Bactrim/Septra/TMP/SMX
18%

· Biaxin/Clarithromycin

  4%

· Cipro/Ciprofloxacin

  2%

· Cleocin/Clindamycin

0.7%

· Combivir/Lamivudine/Zidovudine 29%

· Crixivan/Indinavir

14%

· Dapsone



  8%

· Diflucan/Fluconazole

17%

· Epivir/Lamivudine/3TC

37%

· Myambutol/Ethambutol

  1%

· Fortovase/Saquinavir

  5%

· HIVID/ddC/Zalcitabine

  1%

· Kaletra/Amprenavir/Ritonavir
11%

· Wellcovorin/Leucovorin

0.3%

· Megace/Megestrol Acetate
  3%

· Mycelex/Clotrimazole

  4%

· Mycostatin/Nystatin

  2%

· Nizoral/Ketoconazole

  2%

· Norvir/Ritonavir


  8%

· Primaquine


none

· Rescriptor/Delavirdine Mesylate 2%

· Retrovir/AZT/Zidovudine
   6%

· Sustiva/Efavirenz

20%

· Trizivir/Abacavir Sulfate
  7%


· Videx/ddl/Didanosine

11%

· Viracept/Nelfinavir

16%

· Viramune/Nevirapine

15%

· Zerit/Stavudine/d4T

32%

· Ziagen/Abacavir


11%

· Zithromax/Zithromycin

  7%

· Zovirax/Acyclovir

  7%
Missed Doses:

· 70% of clients missed no doses of their medicines in the last week

· 15% missed one dose in the last week

· 15% missed between two and six doses in the last week

Barriers to Obtaining Medicine:

· 53% report they have always managed to purchase their medicine
· 35% report they were unable to buy medicine because they only had enough funds to cover their basic needs
· 3% did not purchase medicine before because they lacked transportation to a pharmacy
· 1.4% did not buy medicine because they needed limited funds for child care
· 1% did not buy medicine because they needed limited funds to care for another family member (not a child)
HIV/AIDS Care Coordinator Program

Awareness of the Program:

For individuals who received their survey directly from their Care Coordinator and are thus clients of the HIV/AIDS Care Coordinator Program:

· 89% are aware of the program

· 11% reported being unaware of the program

· The same 11% report they are not currently receiving care from the Program.

Barriers to Receiving Help from the HIV/AIDS Care Coordinator Program:

· 4% live too far away to easily drive to Coordinator

*These individuals all live in the Barren River, Cumberland Valley, or Pennyrile regions.

· 3% don't need the Program's services currently

· 3% do not have transportation to get to services

· 2% have never heard of the program

· 1% or less report reasons such as not liking their local coordinator, being afraid that people will discover they are HIV+, not having time to go, not able to afford a babysitter, or having a coordinator that does not speak Spanish.

Frequency of Contact with Care Coordinator:

· 14% once a week or more

· 35% once a month

· 31% once every three months

· 11% once every six months

·   4% once a year

·   3% less than once a year

Satisfaction with the HIV/AIDS Care Coordinators:

· 90% report that their coordinator is quick to respond to their questions

· 86% report their coordinator is easy to access by phone

· 86% report being satisfied with the overall care received from their coordinator

· 86% report believing their coordinator cares about the client's health and well-being

· 85% report their coordinator is well-informed about HIV/AIDS

· 80% are satisfied overall with the Program's care services

· 77% report having adequate transportation to the Care office

· 69% report their coordinator is usually available at the Care office

Regional Comparisons:

· Clients living in Louisville and Lexington/central Kentucky are somewhat (54% v. 45%) more likely to have monthly contact with their clients than in other regions.

Agreeing that Coordinator Is Accessible by Phone: 

· Northern Kentucky:

100%

· Pennyrile



  86%

· Barren River


  80%


· Lexington/central Kentucky
  83%

· Louisville/Jefferson County
  82%

· Cumberland Valley

  92%

Agreeing that Coordinator Is Usually Available in the Office: 

· Northern Kentucky:

  97%

· Pennyrile



  80%

· Barren River


  75%
(43% of clients in this region say they 

have never made an office visit)

· Lexington/central Kentucky
  80%

· Louisville/Jefferson County
  86%

· Cumberland Valley

  86%

Agreeing that They Have Adequate Transportation to their Coordinator's Office: 

· Northern Kentucky:

  94%

· Pennyrile



  83%

· Barren River


  82%


· Lexington/central Kentucky
  78%

· Louisville/Jefferson County
  88%

· Cumberland Valley

  75%

Agreeing that They Are Satisfied Overall with Care Received from Coordinator: 

· Northern Kentucky:

  94%

· Pennyrile



  83%

· Barren River


  84%


· Lexington/central Kentucky
  86%

· Louisville/Jefferson County
  86%

· Cumberland Valley

  88%

Agreeing that They Are Satisfied Overall with Program's Services: 

· Northern Kentucky:

  89%

· Pennyrile



  83%

· Barren River


  72%


· Lexington/central Kentucky
  77%

· Louisville/Jefferson County
  86%

· Cumberland Valley

  80%

Agreeing that Coordinator Is Quick to Respond to Questions: 

· Northern Kentucky:

  97%

· Pennyrile



  86%

· Barren River


  87%


· Lexington/central Kentucky
  91%

· Louisville/Jefferson County
  91%

· Cumberland Valley

  92%

Agreeing that Coordinator Is Well-Informed about HIV/AIDS: 

· Northern Kentucky:

  94%

· Pennyrile



  86%

· Barren River


  79%


· Lexington/central Kentucky
  94%

· Louisville/Jefferson County
  85%

· Cumberland Valley

  84%

Agreeing that Coordinator Cares About Client's Health and Well-Being: 

· Northern Kentucky:

  94%

· Pennyrile



  89%

· Barren River


  84%


· Lexington/central Kentucky
  92%

· Louisville/Jefferson County
  85%

· Cumberland Valley

  84%

Overall satisfaction with the HIV/AIDS Care Coordinators and the Care Program are quite high.  Because the number of respondents are relatively small in each region, one or two clients unhappy with their care can lower the overall percentages.  Most clients who did not agree that their service was good did not, however, feel that their service was bad.  Instead most who did not agree marked a neutral answer of "neither agree nor disagree".  This data is also unweighted for the regions and does not reflect a generalizable sample of each region.

Initial Support
Where Clients Turned for Initial Information after Learning of HIV Infection:

· 41%  regular physician

· 26%  local health department

· 19%  HIV/AIDS Care Coordinator Program

· 15%  specialist/doctor other than regular one

· 14%  friend with knowledge of HIV/AIDS

·   9%  health department in another county/state

·   6%  AIDS Hotline

·   4%  Internet

·   3%  library

·   3%  community group (AVOL, AVOC, GLSO, CHT, etc.)

·   2%  state or federal social service

· 0.4%  religious figure or group

Where Clients Turned for Initial Support after Learning of HIV Infection:

· 32%  partner or spouse

· 32%  friends

· 31%  other family 

· 22%  HIV/AIDS Care Coordinator

·   7%  local support group

·   5%  counselor/psychologist

·   3%  minister/rabbi

·   3%  support group in another county

Summary and Recommendations

1. Identify Veterans for VA Care:  The Care Program should identify clients who are eligible for care through the Veterans Administration as a means to serve this population while conserving funds for the care of non-veteran clients.  With the majority of veterans not receiving care from the VA, identification of barriers and concerns for HIV+ veterans in seeking their health benefits through the VA need to be examined.

2. Spanish Language Outreach:  As with other poor and semi-nomadic groups, migrant workers face difficulties in accessing health education.  Future needs assessments should include a Spanish language survey of these communities' knowledge of HIV prevention and services.

3. Prison:  While over a third of respondents have been incarcerated at some point in their life, most of these individuals did not apparently receive or at least remember mandatory HIV counseling.  An effort needs to be made to investigate whether such counseling is taking place and improving outreach to this population.

4. Aging Population:  The median age of respondents is 41 years.  In less than a decade many of these individuals will be moving into their fifties when many Americans began exhibiting health problems related to heart disease, high blood pressure, and cholesterol.  With new studies linking increased risks for HIV+ patients taking some drug cocktails, consideration of the growing needs of this population over the long-term should be evaluated.

5. Educational Opportunities:   The Program may want to look into accessing existing adult education programs to serve the 16% of respondents who have no high school education.  Both emotionally and medically such education may help clients better cope with complex medical terminology and regimes as well as have a new goal in cases of depression and isolation.  Such education may also help healthier clients with job opportunities.

6. Employment:  Almost one in five respondents report being unemployed or underemployed (part-time work) and not on disability.  With clients listing that difficulties in financially meeting basic needs is the most common reason for foregoing medicine and other health care needs, helping this segment of clients to gain educational and work opportunities may provide them with a more stable financial and health situation.

7. Bare-backing:  Almost one in four gay male respondents and one in four bisexual male respondents report having unprotected anal sex without a condom in the last year.  Twelve percent (12%) of heterosexual female respondents report unprotected vaginal sex outside of a monogamous relationship in the last year.  These number reflect a serious health concern for both clients and their partners.  Assessing why these HIV+ individuals are exposing themselves and others to infection or cross-infection risks needs to be studied to create effective prevention strategies suitable to these Kentuckians.   Informing clients about their legal responsibilities of wanton endangerment and disclosure may be a means to underscore safer sex.

8. Testing:  Fifty-four percent (54%) of respondents were diagnosed with HIV when first tested.  One question that arises from this statistic is why did these individuals decide to be tested in the first place.  A focus group seeking answers to this motivation and other unanswered questions may be useful in getting other undiagnosed individuals into testing.

9. Informing Clients:  It may be useful to develop an information sheet for each client showing them their health statistics (CD4 count, viral load, etc.) and health care information (insurance premium, deductible, services for which they are eligible).  While most of the respondents are already aware of this information, one in five do not know their current viral load or monthly insurance premium.  Almost a third do not know their co-payment or deductible.  This group includes a significant number of individuals with low educational levels.  Improvements in education should include practical explanations of health care.

10.  Risk Behavior:  One in five respondents report having sex while intoxicated or under the influence of illegal drugs.  Unprotected oral sex is also relatively common at 20% for non-monogamous relationships in the past year and 23% for monogamous ones.  Again, prevention strategies appear to be working with the majority of respondents, but new and multi-prong approaches may well be necessary to lower risk behaviors.

11.  Interstate Cooperation:  With one in four respondents having received medical attention outside of Kentucky, there may be a significant population of HIV+ Kentuckians who are undocumented within the Commonwealth and receiving care in neighboring states.  Consideration of joint means for tracking such numbers with neighboring sites in Cincinnati, Evansville, Huntington, Nashville, and Carbondale might include:

· Coordinating Kentucky's tracking system to the method (names, unique identifiers, etc.) used in neighboring states

· Some type of system for documenting individuals utilizing testing and services in neighboring states

· On a larger and more difficult scale, consideration of forming an Ohio Valley HIV/AIDS Care Coordination Alliance to coordinate services between Kentucky and neighboring states could copy in a healthcare model what exists for tuition purposes for Ohio Valley students attending colleges in bordering states.

12. Evaluating Insurance:  Respondents report that their current health insurance 

providers offer relatively few benefits.  Almost half do not cover hospitalization.  Comprehensive evaluation of insurance programs to find ones that offer the most benefits may be helpful.

13. Barriers to Healthcare:  Over a third of respondents report not buying needed 

medicines because of poverty.  Instead these individuals had to use limited resources to cover basic living needs such as food and shelter.  While increasing drug costs and higher client loads are depleting programs that formerly supplemented living costs for HIV+ Kentuckians, assurances need to be put into place to distribute medicine to patients if they are unable to purchase themselves.  Thirty-one percent (31%) of respondents also report lack of transportation as a barrier to contact with their Care Coordinator.

Overall satisfaction with the Care Coordinator program is high among respondents.  These respondents are generally in good health and educated about their medical condition and health care insurance coverage.  Challenges linked to poverty are the primary barriers to care reported by these individuals.  A significant minority of respondents, however, report highly risky substance abuse and sexual behaviors, ignorance of their basic HIV health measures, and lack of knowledge about their insurance coverage and options.  This assessment raises a number of questions regarding the motivation behind initial testing and on-going risk behaviors.  Tracking of HIV+ Kentuckians also represents a significant challenge as shown by missing addresses, difficulties in contacting clients, and respondents seeking care in other states.  The challenges for the future of HIV care in Kentucky is accurately identifying HIV+ Kentuckians and providing health care coverage in a funding context of increasing demand and limited funds.

Unsolicited Comments from Respondents

Kentucky HIV/AIDS Needs Assessment

December 2001

Comments from Northern Kentucky Region

41, Male, AIDS

“you didn’t ask anything to improve my HIV/AIDS care services.  All you did is collect data about sexual orientation, sexual history and drug and alcohol history – this sucks as far as my HIV/AIDS care!!”

Drugs that 41 year old male, AIDS, is resistant to:

Combivir/Lamivudine/Zidovudine 

Epivir/Lamivudine/3TC



Fortovase/Saquinavir



HIVID/ddC/Zalcitabine



Wellcovorin/Leucovorin



Norvir/Ritonavir




Retrovir/AZT/Zidovudine



Sustiva/Efavirenz




Trizivir/Abacavir Sulfate



Videx/ddl/Didanosine



Viracept/Nelfinavir



Viramune/Nevirapine



Zerit/Stavudine/d4T



Ziagen/Abacavir




Zithromax/Zithromycin



Zovirax/Acyclovir

Comments from the Pennyrile Region

45, Male, AIDS

Stated that he turned to “NO ONE!” for information or support when he discovered he was HIV+ and further that if he needed medical care for someone who had just been diagnosed he would turn to “himself.”

41, Male, HIV+

Stated that he has no income or no insurance.  Also under opportunistic infections he lists, “HIV, Hep. B & C, Depression, Neck ingury (sic), back ingury (sic), knee ingury (sic), neuropathology, long term stages.”  When asked what drugs he takes currently he responded that, “I have taken at least 40 different drugs in the past 50 years and now 10 different drugs each day.”  

Comments from the Barren River Region
32, Male, AIDS

“I need nursing home placement and my home area, owensboro, ky is scared to death and will not admit me for care.  Something needs to be done to educate people who care for AIDS patients-care givers and the general public – I suppose there will have to be nursing homes who care only for AIDS patients, but when will this happen?  Family support is so important and when you can’t be placed in a nursing home in your home town, it is heartwrenching for me and my family- please address these issues – it is too late for me but there are many others who are going to need this help.”

48, Male, HIV+

“ But we need more Dr’s and people who realy care about you as a human being - & not be afraid to tell you everything good or bad, info.  No one seemsto want to tell us everything & (I mean everything) we need to know about this disease.  For example - - Like where are we at at this stage of it.  Because I’m a spouse of a HIV+ and I for one don’t get any answers about things I see and live with 24-7 – everyday.  I see more and more as each passing day and when I describe spell’s my husband has- its like hum – well from from Dr’s.  I really get frustrated – I’m stressed to the max – I need to know more – like I said whether its good things or if it’s getting closer to AIDS and what to expect.  & I feel as the other half I have a right to know.  For my own peace of mind.  And at this point the Dr. we have – in my opinion – needs to be more concerned and caring of my husband’s needs – I’m really displeased with the care my husband recieves.  I thank you for listening to me vent my “stress” out on you – even tho it was suspose (sic) to be a survey and I’m not ashamed to sign my name. But they said not to.  

So thank you again..  May God Bless You.”

Comments from General Surveys NOT Sent Out from Care Coordinators' Offices
49, Male, AIDS

“I strongly think that the State of KY needs to raise the cost of living for a single person it hasn’t been increased in 22 years.  They should live on 251.00 a month.”
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		Year		N. KY		Lexington		Louisville		Pennyrile		Barren River		Cumberland Valley

		Jan-79		100		0		0		0		0		0

		Jan-80		0		0		0		0		0		0

		Jan-81		0		0		0		0		0		0

		Jan-82		0		0		100		0		0		0
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		Jan-81		0		0		0		0		0		0

		Jan-82		0		0		100		0		0		0

		Jan-83		0		100		0		0		0		0

		Jan-84		40		20		20		20		0		0

		Jan-85		25		13		63		0		0		0

		Jan-86		0		43		0		43		14		0

		Jan-87		50		10		20		20		0		0

		Jan-88		25		0		50		13		13		0

		Jan-89		0		14		29		14		29		14

		Jan-90		21		7		43		14		14		0

		Jan-91		11		0		22		11		33		22

		Jan-92		14		5		24		19		29		10

		Jan-93		19		13		25		0		19		25

		Jan-94		10		19		38		19		5		10

		Jan-95		11		11		26		16		26		11

		Jan-96		0		18		46		0		23		14

		Jan-97		0		16		42		16		16		11

		Jan-98		12		12		20		16		28		12

		Jan-99		14		18		18		18		25		7

		Jan-00		10		14		19		29		19		10

		Jan-01		24		24		18		6		18		12
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