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This Statewide Coordinated Statement of Need is the result of the input and work of dozens of HIV/AIDS care workers throughout Kentucky.  Thanks go to each of them for assisting in creation of this document. Thank you also to Tina Webb, Owen Johnson, Vicki Johnson, and Lisa Daniels who all contributed to this report and/or helped in preparing for this work.  Very special thank you go to the six care coordinators who did much of the arranging of the focus groups:  Dione Batts, Cyndee Burton, Tina Haley, Kathy Kunkel-Mains, Julie Mattern, and Pat Waggoner.  They all did a superb job with duties that were added to their already full plates.  Thank you!

A. Introduction
This report begins by looking not at the Commonwealth of Kentucky as a single whole but as a combination of several distinctive regions.  These different regions have both similar shared concerns on some issues and also have issues unique to a particular region.  For these reasons, the 2003 Kentucky Statewide Coordinated Statement of Need looks at the differences between the regions, at each individual region, and finally at the state as a whole.  Information for this report draws upon clients’ input, epidemiological reports, and service provider guides to create a fuller picture of HIV/AIDS care and concerns in Kentucky. 

While condensed into the six care coordinator regions, Kentucky’s HIV/AIDS client base is actually more diverse.  Clusters of clients are interspersed with scattered individual clients spread unevenly across the state (see Map 1).  Spread among these clients are nodes of care services that are again unevenly distributed and vary considerably.  For instance, some care coordinator regions have services that are absent in other regions.  In one region services are consolidated in a single site while in the other five services are spread among different agencies.  Two of the six regions do not have a Title III clinic in the region.  Clients in these regions must travel to another region or out-of-state for Title III clinic care.  Almost the entire eastern, Appalachian half of the state has no care services located in these mountainous counties.  Instead, services are administered from and by agencies in Lexington or London.  Three of the six regions have large urban cores (Louisville, Lexington, and the suburbs of Cincinnati).  The other three are predominately rural.  

Even demographically the regions differ.  Louisville for instance contains the bulk of both Kentucky’s African-American population overall and the majority of HIV+ African-American Kentuckians.  The Commonwealth’s rapidly growing Latino population also is diverse.  According to one Latino field worker employed in the fall 2003 to get Hispanic Kentuckians registered and voting, Mexican immigrants in Louisville often have legal status and proper official papers.  In Lexington on the other hand, a significant number of immigrants are undocumented, illegal migrants.

These differences also extend into the law:  Jefferson County (Louisville), Fayette County (Lexington), and the City of Covington (northern Kentucky) all have local ordinances prohibiting discrimination on the basis of sexual orientation and gender identity.  In Kentucky’s other 118 counties, individuals can be legally fired, denied housing, or refused service in a restaurant for being gay/lesbian.  Within the last several years, there have also been two known murders of Kentucky men who were targeted for being perceived of as gay.  Organizations, bars, and restaurants predominately serving homosexual or bisexual patrons exist in four cities in Kentucky and thus provide spaces for MSM
 prevention outreach that do not exist in much of the rest of the state. The Internet instead often serves as a common local “place” for many rural men to meet other men for sex, friendship, and/or relationships.

Kentucky’s geography of substance use also affects the state’s HIV+ clients.  Kentucky continues to lead the nation in both the number of smoking adults and youth as well as leads in the number of smoking-related deaths from lung cancer
.  As the median age of HIV+ clients continues to increase as the initial wave of those infected gets older, concurrent illnesses such as cancer and heart disease that are increased by tobacco smoking are also becoming health concerns for some clients.  Likewise, eastern Kentucky has led the country in a wave of individuals addicted to the prescription painkiller Oxycontin.  As prescription of this drug is increasingly restricted, addicted individuals may look to injectable drugs such as forms of cocaine or opiates that are more readily available through the black market.

Demographically, infrastructurally, culturally, and physiographically, HIV+ Kentuckians and their caregivers present a complex picture of diversity and similarity that must be understood to grasp the impact of the HIV/AIDS pandemic on the Commonwealth.  This report aims to explore this diversity and the local and statewide needs identified by this study.  
Map 1

Courtesy of the Barren River Health District’s Chip Kraus
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B. Overview of HIV/AIDS Care in Kentucky 

The HIV/AIDS care network in Kentucky is fairly complex.  Over two dozen agencies work primarily with HIV+ clients and their families.  Dozens of other agencies routinely work with HIV+ clients through referrals and secondary care programs.  To the initial observer, this complexity seems to lead to overlap in services.  Closer observation, however, reveals greater inter-agency coordination aimed at closing loopholes and client abuses of the system through “double-dipping” from multiple agencies.  Asked if the variety of services and agencies are confusing to clients, one woman in the Lexington focus group responded:

Our clients don’t really see the complexity.  They come for their utilities assistance check and just expect it to be there.  They don’t really understand if one grant or pool of money dries up at a particular agency.  They just expect for the check to come through and don’t care who pays as long as someone does.  We are the ones that work to get that check to them…whether from us or from somebody else.  I think maybe some of the older ones…some of the clients who have been in the care system longer…they understand more what the different agencies do and how funding is tied to a particular agency.
Five focus groups held with care coordinator clients in 2002 to prepare the Statewide Comprehensive Plan and a questionnaire sent to all clients in 2001 also find that care coordinators are seen as the key source of information and guidance for negotiating the care system.  Clients consistently report that they would urge newly infected Kentuckians to contact care coordinators to access various services.  Care coordinators are also the people to who clients turn for assistance when difficulties arise.  Tensions between clients and care coordinators usually center around the lack of or limits to particular financial assistance and/or renegotiating trust and understanding of the client’s particular needs with a new care coordinator.  The client focus groups and survey find that clients statewide list improved funding for HIV/AIDS care services and in particular KADAP (Kentucky AIDS Drug Assistance Program) as their number one concern.  While clients in different regions did report other needs that will be discussed on a regional basis, clients largely did not identify barriers in the flow of their services between agencies.  Perhaps because the care coordinator remains the client’s guide through these services, the key problem listed around the issue of flow between services for clients was transportation between agencies.  Therefore, this report focuses on understanding the needs and flows of services among agencies that are often oblivious to clients.

History

Over a twenty-year span, Kentucky’s care system has evolved into its current form.  This section briefly examines this history as the groundwork for understanding how the care system developed and currently exists in the Commonwealth.

The first case of what would become known as HIV/AIDS was identified in Kentucky in 1982.  As in other parts of the United States, the initial cases emerged in urban areas among men having sex with other men (MSM).  In 1982 most sex acts between members of the same sex (anal-penile, oral-penile, and oral-anal) were illegal under Kentucky’s consensual sodomy law.
  No jurisdiction in the state and few employers had laws or policies banning sexual orientation discrimination.  Yet still Louisville, Lexington, and northern Kentucky had vibrant gay/lesbian communities.  While there were only a handful of gay/lesbian organizations in the state, several urban gay bars provided public meeting spaces.  For instance, while the building has been modified over the years, Lexington’s The Bar Complex is the latest of a series of gay bars at this location dating back to 1963.  Similarly, MSM public sex environments (PSEs) are documented in Lexington back as far as the 1920s.
  As today, MSM behavior included a range of identities from furtive sexual encounters in parks by self-identified heterosexual men to publicly out, self-identified gay men.  

As the number of HIV/AIDS cases increased rapidly in the 1980s, fear and stigma around the disease are noticeable in early newspaper reports of the pandemic.  According to HIV+ individuals who survived from this period and from caregivers in this time, infected Kentuckians went to great lengths to keep their HIV+ status unknown.
  Treatment options were few, and most people infected with the disease died within two years after diagnosis.  When in the mid-1980s the Lexington Gay and Lesbian Services Organization (GLSO) sought funding from the United Way of the Bluegrass to do some of the first prevention outreach work with MSM groups, the United Way not only turned the group’s request down but made a point of publicly saying the United Way would not fund such a controversial group to the local newspaper.
  

By the mid-1980s the Louisville-based Community Health Trust was providing prevention outreach and various other hospice-like care services to HIV infected clients.  Funding initially came primarily from area donors including the Lexington-based Imperial Court, the local chapter of an international charity that raises money for other charities largely through drag shows.  Initially starting as a branch program under the 501(c)3 tax-exempt status of GLSO, AIDS Volunteers of Lexington began in 1987 to serve the Lexington area.  AVOL did not provide medical services but offered prevention education and a range of services to assist people living with HIV.  AVOL was also supported primarily through donations in the late 1980s.

A major development in the establishment of the care network came in 1990 when the Kentucky General Assembly passed the Omnibus AIDS Act of 1990.
  This statute addressed a number of HIV/AIDS issues such as mandating regular HIV/AIDS continuing education for medical professionals.  It also established the mechanisms for funneling Ryan White Title monies from the federal level into Kentucky.  These mechanisms included forming the care coordinator program and the Kentucky AIDS Drug Assistance Program (KADAP).  
The 1980s began with the first cases of HIV/AIDS in Kentucky and years of fear, stigma, and discrimination.  By the late 1980s grassroots efforts starting in urban gay communities had established initial prevention and case management services.  Medical services were still largely through private physicians and health departments.  

In 1990 federal funding began funneling into the state through the Omnibus AIDS Act.  The 1990s witnessed an expansion of services and care coordinator offices.  Funding allowed AVOL to establish an office in eastern Kentucky and employ an attorney for legal assistance.  The first prevention programs focusing on African-Americans also began.  Finding that there was no place or organizational vehicle for reaching African-American MSM groups, Lexington prevention specialists began Ebony Male (E-Male) as a social group model for communicating prevention and providing peer support for safer behavior.  AVOL was also able to develop both transitional and long-term, hospice-oriented residential facilities for HIV+ Kentuckians.  The relatively short lifespan of Kentuckians living with HIV/AIDS in the early 1990s and the infusion of both donations and federal funds led to a period where agencies were able to provide a broad expanse of services and support groups.  Ryan White Title III funds also provided the funding to establish four clinics and a satellite program in Kentucky by 2000.  

The creation of federally and state-funded programs in the 1990s also played a role in limiting HIV/AIDS advocacy in Kentucky.  Initially stigmatized as a “gay disease,” much of the early advocacy for HIV/AIDS prevention and care came from gay political activists and heterosexuals actively involved in caring for HIV+ Kentuckians.  Public funding for programs and the employment of many of the most outspoken advocates into these programs limited their advocacy:  state employees have restrictions on them in regards to lobbying the General Assembly.  At the same time the rising diversity of people infected and prevention/donor messages aimed at showing that HIV affects everyone simultaneously de-emphasized the gayness of AIDS.  Gay and lesbian donations started to flow more heavily towards groups organized around gay rights and breast cancer, a disease disproportionately affecting lesbians.  With few or no HIV+ Kentuckians on its statewide and chapter boards, the leading gay/lesbian lobbying group, Kentucky Fairness Alliance, also began to avoid taking a lead in advocating positions on HIV/AIDS out of a concern that such stances should come from HIV+ Kentuckians.  With many HIV/AIDS care workers limited in their political advocacy and former advocates turning away to leave HIV/AIDS concerns to HIV+ Kentuckians, a vacuum of advocacy at the General Assembly had formed by the early 21st century.  In the last year or so, however, the group HIV/AIDS Action and Advocacy Group (HAAAG) formed to provide a much needed advocacy voice in Frankfort.  HAAAG’s volunteers largely consist of HIV/AIDS care workers who are not state employees and thus have a greater degree of freedom in lobbying the General Assembly. 

How services evolved differed in regions largely along an urban/rural divide.  In urban areas where there were strong existing gay/lesbian communities, initial services often began as grassroots service agencies initially focusing on prevention education and hospice care.  Other services such as housing, mental health, and medical care in urban areas began to be provided through referrals and eventually agency initiatives tailored to AIDS care.  As a result, HIV/AIDS care in Louisville, Lexington, and Northern Kentucky involve a network of charities, local health departments, and Ryan White grantees.  

In rural areas, however, HIV/AIDS services of any kind often did not exist and/or faced barriers of stigma and fear from staff at other existing social service agencies.  Ryan White funds allowed private groups in Paducah and Henderson and health departments in Bowling Green and London to establish a different model of care.  Agencies such as Paducah’s Heartland Cares began HIV/AIDS care services in a relative vacuum.  As a result, they have been able to develop a comprehensive range of medical, case management, prevention, and mental health services under one roof.  Henderson’s Matthew 25 follows a similar model.  Working through health departments, the Barren River and Cumberland Valley care coordinators are also faced with providing HIV/AIDS care services with initially few other service agencies in their regions.  The overall pattern that emerges is one where there is greater consolidation of services within fewer agencies in rural areas and larger networks of agencies in urban areas.

As new protease inhibitor drugs began to greatly extend the lifespan and health of HIV+ Kentuckians by the mid-1990s, changes occurred in the care network.  Caseloads for care coordinators began to increase.  Federal 

funding, however, remained largely static throughout the late 1990s.  
As AIDS retreated more from the public eye, donations from annual Kentucky AIDS walks also began to decline.   Agencies began cutting back on services to focus existing funds on more essential activities.   

This trend has continued into the 21st century.  Caseloads continue to gradually increase with a more rapid increase in new infections among young MSMs in the last 2-3 years.  Funding has remained static.  A waiting list of eligible clients for KADAP stands at over 160 in the fall of 2003.  Care coordinators now report they often spend 20% to 40% of their work weeks completing forms to get clients on pharmaceutical companies’ patient assistance programs for free medications.  Likewise, prevention initiatives continue to change with the newest emphasis switching from prevention among negatives to prevention case management among positives.  The rapid growth of Kentucky Mexican immigrant population also poses a new group with high-risk concerns and often significant language barriers.

When AIDS reached Kentucky almost a quarter of a century ago, it was largely a disease of urban, largely white men who had sex with men.  Stigma and fears were plentiful and treatments were few.  Care largely consisted of grassroots efforts by gay communities to provide prevention messages and limited hospice care for the newly infected who usually died within years of diagnosis.  Twenty-three years later, HIV/AIDS in Kentucky is a disease affecting a diversity of Kentuckians.  A third of infected Kentuckians are now African-American.  Four out of ten are heterosexual.  While HIV+ Kentuckians are still concentrated in urban areas, growing numbers of clients live in rural counties and small towns.  Growing Mexican and Central American immigrant communities present new challenges to prevention, cultural sensitivity, and care.  While a generation of gay men adapted their sexual behavior towards a model of safer sex, younger men having sex with other men are engaging in greater rates of barebacking
, too often viewing HIV as a chronic disease analogous to diabetes, and forming a new spike in infections.  The Kentucky HIV/AIDS care system increasingly faces new challenges rooted in a growing diversity of clients and funding demands.

Layers of Services

HIV/AIDS care services involve different agencies at the local, state, and federal levels.  These different services can be thought of as layers:

· Layer 1:  Prevention outreach and case management personnel working primarily at five agencies.

· Layer 2:  Anonymous HIV counseling and testing services provided through health departments in all 120 Kentucky counties.

· Layer 3:  Ryan White Title II Care Coordinator programs provided through six regional offices.

· Layer 4:  Ryan White Title III clinics located at five sites in-state as well as a clinic in Cincinnati, Ohio, serving northern Kentucky residents.

· Layer 5:  HOPWA programs that assist HIV+ people with housing.  

· Layer 6:  Different assistance services that vary greatly by region.

Ryan White Titles:  I, II, III, and IV

Federal Ryan White Program dollars are divided among four title programs administered by HRSA (Health Resources Services Administration), a branch of the federal Department of Health and Human Services.  

Title I funding is available for large metropolitan areas with high numbers of infected residents.  Kentucky does not qualify for Title I funds and has no Title I funding.

Title II dollars fund the Kentucky Care Coordinator Program and KADAP.  Within Kentucky Title II programs are divided into six care coordinator regions (see Map 2).  These regions range in size from Lexington with 32 counties and the second largest number of clients to Louisville with 7 counties and the largest number of clients.  Title II funds are used to provide the following services when funds are available:

Any Client:

· Information and referrals
· Support groups
Qualifying Low Income Clients:

· Medication purchasing assistance (KADAP and pharmaceutical companies’ patient assistance programs)
· Food/hygiene vouchers
· Transportation vouchers
· Utilities assistance
· Rent/mortgage assistance (usually through a HOPWA grant)
· Mental health counseling referrals
Some Title II funds are also used in some regions to support prevention case management and prevention outreach.  The Lexington region also uses a portion of its Title II dollars to support Moveable Feast, a program that provides hot meals daily to HIV+ Kentuckians in Fayette County.

Title III dollars fund HIV/AIDS clinics providing specialized care in the area of infectious disease.  These clinics usually serve poor clients who do not have private insurance.  They do, however, also see clients with private insurance.  Kentucky has four Title III clinics:  the WINGS Clinic (Louisville’s University of Louisville Medical Center), the Bluegrass Care Clinic (Lexington’s University of Kentucky Medical Center), Heartland Cares Clinic (Paducah), and Matthew 25 (Henderson).  Heartland Cares also operates a satellite clinic in Hopkinsville (see Map 3).  Most clients in the Northern Kentucky care coordinator region are patients at the University of Cincinnati’s Holmes Hospital across the Ohio River.  Clients in other areas of Kentucky may also go to clinics in Nashville, TN.  Military veterans who are infected with HIV receive their medical care through the Veterans Administration hospitals in Marion, IL; Louisville, KY; and Lexington, KY.  Heartland Cares also sees patients from southern Illinois, southeastern Missouri, and northwestern Tennessee.  The WINGS Clinic and Matthew 25 also see patients from southern Indiana.  The Bluegrass Care Clinic serves over half the state (63 of Kentucky 120 counties) (see Map 4).

Title IV funds are targeted specifically for care for HIV+ women and children.  The WINGS Clinic includes Kentucky’s only Title IV program.

Map 2

Map courtesy of Barren River Health District, Chip Kraus
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Map 3

Courtesy of Barren River Health District, Chip Kraus
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Map 4

Courtesy of the Bluegrass Care Clinic
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CDC Prevention

The U.S. Centers for Disease Control and Prevention largely fund HIV/AIDS prevention efforts.  Other funding may also come through other federal, state, and private grants.  Unlike the Title III clinics that have clients come to them, outreach staff usually must go out into their territories and educate individuals on reducing infection risks.  This situation is often hampered by very large territories and limited funds:

My territory goes from the far western Kentucky…Fulton County and the Mississippi River…all the way to Bowling Green.  If I drive to Bowling Green I’ve used almost my entire month’s allotment of gas money.  By the time I get there, it is time to come back again and I hardly have any time to do any prevention work.  Yes, as a result, those more distant areas don’t get as much coverage. (male in Paducah focus group)

Prevention workers from Heartland Cares cover the Purchase/Pennyrile Care Coordinator Region as well as most of the Barren River Region.  Northern Kentucky has a single prevention worker housed in Kentucky although he receives some supplemental help from AIDS Volunteers of Cincinnati.  Lexington-based AVOL covers 73 eastern and central Kentucky counties in the Cumberland Valley and Lexington regions.  Louisville’s Volunteers of America serves the Greater Louisville area.  The resulting pattern is one of very large territories and large populations being covered by a small and dedicated group of outreach workers.

HOPWA
The federal Housing Opportunities for People with AIDS (HOPWA) provides the majority of funding for housing and housing assistance for HIV+ Kentuckians.  Again, HOPWA grants are not consistent across the state.  For instance, the Barren River care coordinator region is served by three HOPWA grants administered by Matthew 25, Heartland Cares, and North Hardin Hope.  Heartland Cares is outside of the region, and North Hardin Hope is a charity organization that is not HIV/AIDS specific in their work.  This situation can be confusing for clients:

Clients also find the system confusing.  As one of my clients said the other day:  “Someone in PADUCAH! pays my rent?!”  They find it odd that their assistance comes from over 100 miles away rather than through our local agency.  (woman in Henderson focus group)

Housing, however, remains a concern in all six regions.  HOPWA funding is transitional, and long-term facilities are rare in the state.  AVOL’s Solomon House in Lexington is the state’s only long-term housing facility.  With affordable housing at a premium city-wide, Louisville faces both a sizeable homeless or at-risk-of-homelessness HIV+ population and an acute shortage of available housing.  In rural areas the stereotypical image of the homeless street person is less common, but homelessness remains an issue.  In these more rural areas of Kentucky, however, care coordinators report that clients are more likely to depend heavily on family members for short-term or long-term housing.  

Throughout the state, homeless shelters often prove difficult housing options for HIV+ clients:

I took one client to our local homeless shelter.  He called later to explain that the shelter required people to bring their own toilet paper.  He had none.  He also had chronic diarrhea from his HIV and meds.  I went and got him.  We paid for a motel until we could find him something else.  (woman in Henderson focus group)
Some of our clients simply cannot stay in homeless shelters.  Many of the local ones require clients to leave during the day to look for work or such.  Most of the homeless have to leave by 7am.  They often then go to hang out at the public library but the libraries don’t open until 9am.  When you have a client at risk of pneumonia, you really don’t want them hanging out in the cold for several hours.  (woman in the Louisville focus group)

Counseling and Testing
Clients usually enter the care system through three channels:

· Anonymous (health departments) or confidential (private physicians’ offices) testing 

· Diagnosis by a physician after going to a hospital or clinic for an opportunistic infection

· Moving into the state and seeking out the care coordinator system

Anonymous testing and counseling is provided at health departments in each of Kentucky’s 120 counties.  Because many of the rural counties have small populations, rural clients often report going to another area for testing to preserve their anonymity.  

The new Oraquick testing can provide results in less than 30 minutes.  This system, however, has not been implemented in Kentucky because of a statute requiring a 24 hour waiting period between testing and providing results.  This statute was known to some of the outreach and testing individuals in some of the focus groups.  Others were unaware of this statute.

Kentucky is also among a small number of states that still utilize unique identifiers with testing.  The U.S. Centers for Disease Control and Prevention do not view Kentucky’s epidemiological system as reliable for reporting HIV+ individuals who have not contracted full-blown AIDS.   Federal funding is allotted by the number of infected clients.  As a result, federal funding for Kentucky care services for both individuals who are HIV+ and those with full-blown AIDS diagnoses is based only on Kentuckians with AIDS.  A bill pre-filed for the Spring 2004 Kentucky General Assembly seeks to rectify this situation by moving to confidential names reporting for HIV testing.  Under this proposed legislative change, health department testing will remain anonymous.  If an individual tests positive for HIV, he/she will be asked to give her/his name.  The individual can decline to do so, but will be required to provide her/his name if taking advantage of the care coordinator services.  Clients with AIDS already have such a confidential names reporting system and this bill will extend the system to cover HIV testing while preserving anonymous testing.

Additional Services

Other services vary greatly by region.  Some sites provide mental health counseling.  The Bluegrass Care Clinic and Heartland Cares for instance have on-site counselors.  The London-based Cumberland Valley region has established a link with a local psychologist who does almost all counseling with HIV+ clients in the region.

Food assistance is plentiful across the state through a range of charitable food banks.  Hot, home-delivered meals, however, are a rarity.  In fact, only in Fayette County (Lexington) does this service exist through the Moveable Feast organization.  Moveable Feast prepares and delivers hot meals to hundreds of local clients.  Care coordinators point out that clients like this service for the food but also for the human contact that the delivery volunteers provide.

Legal assistance is an area where there is considerable need.  Louisville’s Legal Aid program helps clients in many regions of the state.  In previous years they would represent clients even in distant areas such as Paducah.  Funding and large numbers of local Louisville clients now limit their assistance outside of Louisville usually to providing information to clients.  

The largest need identified by the care workers in the focus groups was in assisting clients in appealing disability denials from Social Security.  Care coordinators and other case managers point out that almost all clients with HIV/AIDS are initially turned down for disability.  The process is perceived as becoming even more difficult:

The disability process has almost become impossible.  In the past individuals with HIV got disability almost automatically.  Now almost everyone is turned down at first.  I usually won’t even send a client over to attempt to get disability now unless they have an opportunistic condition that will make qualifying easier.  (woman in the Lexington focus group)

Assistance with disability denials is usually handled by private attorneys who take up to a third of clients’ disability awards as payment.  

Both clients and care workers in the Pennyrile/Purchase region have repeatedly reported in focus groups that job discrimination is common among clients in this region.  Clients facing this situation are referred to the local legal aid office, but care coordinators report that the clients get no response from this office.  As a result, job discrimination because of HIV status in this region goes largely unchallenged.

In other regions of the state job discrimination is not reported to be as commonplace.  Moreover, past legal actions in Louisville and Lexington have provided public notice that HIV status discrimination is illegal and costly to perpetrators:


In the past we litigated some more high profile AIDS discrimination 

cases.  I think these provided the public with education about AIDS 

discrimination:  that it is illegal.  Having our office [Louisville Legal 

Project] in the area also has provided a resource for clients and care coordinators.  People are more aware of their rights.  A lot of times a simple letter explaining how an action is illegal under the Americans with Disabilities Act will take care of a situation.  (man in Louisville focus group)

In another area of services, some care coordinator regions have established close working relationships with particular pharmacies.  These relationships include discount bulk-buying rates, special delivery options, billing options, and arrangements for breaking bottles of a particular medicine into smaller 10-day supplies.  Every care coordinator office has some type of arrangement or arrangements with local pharmacies, but the exact nature of these relationships are highly individualized to the needs of clients in that region.  

Finally, transportation is another critical service with considerable problems in Kentucky.  Where available care coordinators utilize passes for public transportation services.  Such services are usually only found in urban areas and may require lengthy commuting times for clients.  In rural regions the problems are more acute and costly.  In the Cumberland Valley region for instance, a single trip on the publicly-subsidized medical van system for a client to travel from Middlesboro on the Tennessee border to the Bluegrass Care Clinic in Lexington costs the care coordinator program over $240.  Cumberland Valley has also had problems with this medical transport service demanding to know what conditions a client has and refusing to transport HIV+ individuals.  The care coordinators addressed this problem by providing trainings on HIV/AIDS to the transport staff.

While care services do not cover all the needs of clients and vary considerably by region, the Kentucky HIV/AIDS care network is quite broad in comparison to care for other chronic diseases.  With multiple layers of services existing in every region, close coordination and knowledge by case managers at the Title II care coordinator programs and Title III clinics are clients’ keys to navigating this system.  While the KADAP program drives standardization of some services and forms, individual regions by necessity have adapted to their local clients needs and the availability of local services.

C. Methodology

This report draws primarily on six focus groups held in the Fall of 2003.  Existing data and reports provide secondary sources of information.  

A focus group was held in each of the six care coordinator regions at the following locations:

· Pennyrile/Purchase Region:  Paducah 

· Barren River Region:  Henderson

· Greater Louisville Region:  Louisville

· Greater Lexington/Eastern Kentucky Region:  Lexington

· Northern Kentucky Region:  Edgewood

· Cumberland Valley Region:  London

Each group consisted of ten to twenty people representing agencies that work with Kentuckians with HIV/AIDS.  Overall, twenty-nine agencies and 83 people participated in the focus groups.  Agencies included:

· Heartland Cares, Title II program

· Heartland Cares, Title III clinic

· Volunteers of America, Prevention/Outreach program

· Volunteers of America, Title II program

· WINGS, Title III clinic

· WINGS, Title IV program

· AIM of Kentuckiana

· University of Kentucky School of Public Health

· University of Louisville

· House of Ruth

· Louisville Metro

· Louisville Legal Project/Legal Aid

· Matthew 25, Prevention/Outreach program

· Matthew 25, Title III clinic

· Center for Accessible Living

· Barren River District Health Department, Title II program

· AIDS Resource Group (Indiana)

· Fayette County Health Department, Title II program

· Bluegrass Care Clinic, Title III clinic

· Cumberland Valley Care Coordinator Program

· Lake Cumberland District Health Department

· Southeast AIDS Training and Education Center (Emory University)

· Kentucky AIDS Education and Training Center (University of Kentucky)

· AIDS Volunteers, Inc. (AVOL)

· AIDS Volunteers of Cincinnati (AVOC)

· Cumberland Valley Mental Health

· Northern Kentucky Independent Health Department

· St. Elizabeth Medical Center’s Holistic Health Center for Prevention Research

· Dr. Tracey Ross, dentistry office

Other referral agencies such as local Social Security and Veterans Administration offices were also invited but were unable to attend.   Each focus group lasted for at least two hours and focused on a flowchart of how clients move through the care system.  The remaining period was used to query attendees about a series of policy questions affecting the regional or state care infrastructure.

Secondary sources for this report and preparation work for the focus groups include:

· 2001 Kentucky Statewide HIV/AIDS Needs Assessment

This report draws upon a survey of clients in the care coordinator system.

· 2002 Kentucky Statewide Comprehensive Plan
This report draws upon five focus groups held across the state.  One of these focus groups was held in Spanish with Latino clients.

· Kentucky HIV/AIDS epidemiological updates

· Kentucky Revised Statutes

· Pre-filed bills for the Spring 2004 Kentucky General Assembly

· Maps provided by the Barren River District Health Department and Bluegrass Care Clinic

· Prevention Among HIV+ Kentuckians
This dual report looks at a) prevention/outreach workers and b) care coordinators to study how to provide best practice models for prevention case management with HIV+ Kentuckians.

· Sexual Orientation and the Law, Kentucky Law Journal

The 2001 symposium issue of the Kentucky Law Journal focused on sexual orientation and the law.  It included several articles related to the history and current status of Kentucky statutes affecting men having sex with men, lesbians/gay men, and HIV/AIDS.  Articles by attorneys Matthew Morrison and Christopher Hargis on Kentucky law are especially pertinent.

· CDC health behavior surveillance surveys

The Youth Risk Behavior Survey (teens), Behavior Risk Factor Surveillance Survey (adults), and Youth Tobacco Survey provide data on health-related behaviors among Kentuckians.

· Hidden Histories, Proud Communities

This University of Kentucky dissertation examines the development and histories of Lexington area gay and lesbian communities from 1930 to 1999.  It includes a timeline, list of organizations, list of places and a comprehensive bibliography of articles on HIV/AIDS and gay/lesbian Kentuckians.  While focused on Lexington and MSM groups, it provides to date one of the few if not the only published accounts of the HIV/AIDS pandemic in Kentucky.

These sources have been used to map out the historical development and current infrastructure of HIV/AIDS care in Kentucky.  The emphasis for this study is on the generalized experiences of clients as they enter and flow through the care system.  The focus groups with agencies thus have centered on pinpointing successful ways of making this flow seamless for clients and care workers as well as identifying barriers and unmet needs with the socio-healthcare network.

E. Regional Overviews
Region 1:  Pennyrile/Purchase  

Number of Counties in Care Coordinator Region:  17

Title II Program:  Heartland Cares Clinic, Paducah

Title III Program:  Heartland Cares Clinic, Paducah

Title IV Program:  none

Outreach/Prevention Program:  Heartland Cares Clinic, Paducah

HOPWA Program:  Heartland Cares Clinic, Paducah

The Pennyrile and Purchase region makes up the far western end of Kentucky.  The Pennyrile is a physiographic region of hills to the east of the Land Between the Lakes State Park created by the damming of the Tennessee and Cumberland Rivers.  Named for its purchase under the administration of President Andrew Jackson, the Jackson Purchase…or Purchase for short…is the area to the west of the Land Between the Lakes and is bounded on the north by the Ohio River and the west by the Mississippi River.  The area is largely rural and agricultural with the largest city being Paducah where the Heartland Cares Clinic operates.  

Epidemiologically, the Pennyrile/Purchase Care Coordinator Region is distinctive.  While the gender breakdown for Kentuckians living with AIDS statewide and in the other five regions is roughly 80% male and 20% female, thirty percent (30%) of clients in the Pennyrile/Purchase Area are female.  Asked about why more women are found among the client base in this region, care agency workers could not specifically identity why this difference exists.  The staff at Heartland Cares conjectures that local education efforts have led to more women being tested and thus a higher likelihood of identifying HIV+ women.

The Heartland Cares Clinic is also distinguished for being the most comprehensive care site in Kentucky.  Starting HIV/AIDS care in an area largely without any existing HIV/AIDS services, Heartland Cares has been able to build and expand services at a single site.  As a result, the Pennyrile/Purchase region is the only one in the state with a Title II care coordinator program and Title III clinic under one roof.  The clinic also has a psychologist on staff as well as support groups, outreach workers, and a HOPWA grant program.  Clients sign a comprehensive release of information that allows all these programs within the clinic to readily share information and more easily coordinate services for clients.  The clinic employs two infectious disease physicians and serves clients for the greater interstate region that encompasses western Kentucky, southern Illinois, and southeastern Missouri.  Heartland Cares’ prevention workers also cover most of the Barren River region to the east.  The clinic’s HOPWA grant also serves clients in the Barren River region.  In recent years the clinic has also moved to a new building that is bright, cheerful and roomy.

This comprehensive, one-stop-shop approach is ideal in many ways.  Workers know each other and have easy access to each other.  Client records can be readily shared.  Clients likewise do not have to travel or call between sites to address multiple needs.  In fact, if a client is waiting for a particular service, he or she often is able to take care of another need with a staff member while waiting.  Heartland Cares is thus a situation of where a vacuum of HIV/AIDS services allowed for a planned and comprehensive service center to be established at a single center.
Regional Issues

Employment Discrimination:  In a 2002 focus group held in Paducah at the Heartland Cares Clinic held as part of the Kentucky Statewide HIV/AIDS Comprehensive Plan, HIV+ clients reported widespread employment discrimination.  Several clients in the group believed they had been fired from jobs because of their HIV status.  Others in the group reported similar incidents occurring to HIV+ friends.  These incidents and the fear they have generated have led to a number of behavioral adjustments reported to be widespread in the area:

· Clients reported they routinely lie about their status to protect their livelihoods.

· Clients erroneously had come to believe that they could legally be fired for any reason including their HIV status.

· Clients felt that even if they sought legal help, past experiences have proven that such efforts are futile.

· Some clients avoided support groups because of “outing” incidents where other clients on disability had gossiped about fellow HIV+ clients’ status.  One member of the focus group felt that individuals on disability had something of a more secure livelihood and thus could be more open about their HIV status.  Thus, sometimes disabled clients were detrimentally too open about the status of other working clients as well.

In an October 2003 focus group, staff from both the Title III clinic and the Title II care coordinator program confirmed that such incidents of employment discrimination have occurred.  While some years previously the staff was able to refer clients to Legal Aid in Louisville, that office no longer served western Kentucky and in turn referred clients to the local legal aid.  The local legal aid office, however, did not return requests for help from the care coordinators.  Echoing the feelings of their clients, the staff felt that clients and those assisting them did not have access to any legal help with employment discrimination.  While such bias was viewed as occurring to a minority of clients, such incidents were common enough to be familiar to most clients and HIV/AIDS care staff at the Heartland Cares Clinic.

Distance:  As with the other rural regions, problems of distance are a concern of care workers in this region.  Getting to the Heartland Cares Clinic in Paducah can be difficult for clients in more outlying counties.  Heartland Cares has recently opened satellite clinics that operate a few days a week in southern Illinois and Hopkinsville, Kentucky, to try to shorten the distances that clients must travel.

Outreach workers also find their large territories challenging.  Gasoline budgets are limited, and a single trip from Paducah to the Bowling Green area may consume the majority of a single month’s gasoline budget for a prevention worker.  Moreover, the hours required to travel between sites can leave little time for actual prevention activities.  In effect, the more distant counties receive less attention.  

Resistance to Outreach Education:  Prevention outreach workers also report that they face resistance from a number of establishments identified as probable sites of high risk activities.  Truck stops and heterosexual “gentlemen’s clubs” especially appear leery of allowing any type of prevention messages or outreach for fear of being associated with prostitution or becoming known as a MSM public sex environment.  Several primarily heterosexual clubs have also become resistant to having condom distribution sites in their bathrooms after patrons clogged toilets with unused condoms.  While prevention workers in the region have had considerable success in accessing African-American churches, African-American hair salons, some illicit drug users, and the local Paducah gay bars, outreach to establishments catering particularly a heterosexual male clientele continue to pose challenges.

Summary

The predominately rural Pennyrile/Purchase continues to be well served by the comprehensive Heartland Cares Clinic.  Clients in this region would benefit from access to responsive legal aid.  Such legal aid could be provided through education and coordination with the existing local legal aid office, grant funding to hire or retain an attorney, or provision of this service through the statewide Title II program.  The distances between Heartland Cares Clinic and the counties it serves in the Barren River region make it difficult for the clinic’s prevention workers to effectively serve these counties.  Ideally a prevention worker or workers could be housed in the Litchfield area, a central site for the T-shaped Barren River care coordinator district.

Region 2:  Barren River Area

Number of Counties in Care Coordinator Region:  25

Title II Program:  Barren River District Health Department, Bowling Green

Title III Program:  Matthew 25 Clinic, Henderson

Title IV Program:  none

Outreach/Prevention Program:  Matthew 25 (Henderson) and Heartland 

Cares (Paducah), limited public health educators through Barren River 

District Health Department

HOPWA Program:  Matthew 25 (Henderson), Heartland Cares (Paducah),


North Hardin Hope (Radcliff)

The Barren River care coordinator district is predominately rural and covers a roughly T-shaped area of 25 counties.  Clients are spread throughout the region with two large clusters in the north:  one around Henderson-Owensboro and another around the Radcliff-Elizabethtown area.  The bottom of the “T” includes Bowling Green, the site of Western Kentucky University and the Barren River District Health Department’s Title II care coordinator program.  The top left part of this “T” includes several towns along the Ohio River including Henderson, the site of the Matthew 25 Title III clinic and HOPWA program.   The top right of the “T” consists of towns around the Fort Knox military base such as Radcliff.  North Hardin Hope’s HOPWA program is administered from this area.

Regional Issues

Disjointed Services:  Barren River faces a number of challenges around the issue of services being administered from different towns across a wide area.  Henderson’s Matthew 25 provides the region’s Title III clinic and also employs several prevention workers who cover a 10 county area.  While the Barren River District Health Department does have public health educators who have training in HIV/AIDS, the bulk of specialized HIV/AIDS education, prevention, and outreach is left to workers based out of the region in Paducah’s Heartland Cares.  While the bulk of clients are in the northern part of the region, the care coordinator office is in the southern section in Bowling Green.  While some clients do regularly come into the care coordinators’ office at the health department in Bowling Green, this care coordinator office relies heavily on the telephone and postal service for contact with clients.  The care coordinators and Matthew 25 keep in regular contact, but the distance between the Title II and Title III programs poses challenges.  HOPWA programs for the area are similarly disjointed with the region divided between Matthew 25, North Hardin Hope, and Heartland Cares.  Members of the focus group raised concerns about the inability of clients to get a response back from North Hardin Hope regarding housing concerns.

The Title III clinic, Matthew 25, grew out of initiatives at the Zion United Church of Christ in Henderson and the church’s associated Pfaff House.  Facing a similar lack of local services, Matthew 25 follows a similar model to Heartland Cares in seeking to incorporate multiple services under a single roof:  clinical, dentistry, case management, and prevention.  Matthew 25 this year moved to a larger facility and provides services also to clients from southern Indiana.  Because Matthew 25 and the care coordinator program are separate administrative entities, both agencies must refer clients to the other but are often blocked by confidentiality requirements from checking to see if clients completed the referral contact.

Outreach:  Members of the focus group held in Henderson felt that there are significant pockets of HIV+ individuals in south central Kentucky who are unaware of their status.  Such pockets include large, often poorly educated Mexican immigrants in the Bowling Green area as well as groups of Bosnian refugees whose communities have high birth rates.  If found to be infected, members of the focus group felt the existing service structure would be hard pressed to effectively serve any large increase in clients.  With outreach about prevention and the importance of testing being coordinated for this region from Paducah, the distance poses challenges that could be alleviated by prevention staff based locally.

Summary

Funding and office space for staff are always realities that must be faced.  Barren River’s current situation reflects the availability of both currently.  Ideally, consolidation of services would help coordination of client care.  In practical terms, Barren River would likely benefit from being divided into two regions:  one based out of Henderson’s Matthew 25 and the second based out of Bowling Green’s Barren River District Health Department.  A Title II care coordinator program could be added to Matthew 25’s existing Title III clinic, HOPWA program, and prevention programs.  Separation of these counties from the existing care coordinator program would allow Bowling Green to administer its own HOPWA program.  An infectious disease physician in Glasgow has also expressed an interest in applying for a Title III planning grant to establish a clinic.  Ideally the Bowling Green Title II program, added prevention workers, and an added HOPWA program could be jointly housed in Glasgow at such a clinic.  Because of their close proximity, such a move might also include a transferal of several of the westernmost counties in the Cumberland Valley region to the new Glasgow region.  As Map 3 shows, the bulk of HIV/AIDS services in Kentucky exist in an arc across the northern part of the state.  Having an experienced infectious disease physician and combined Title II, outreach, and Title III program in south central Kentucky would likely uncover significant numbers of HIV+ Kentuckians not already in care and provide HIV/AIDS coverage more effectively both for south central and north central Kentucky.

Region 3:  Greater Louisville Area

Number of Counties in Care Coordinator Region:  7

Title II Program:  Volunteers of America, Louisville

Title III Program:  WINGS Clinic, University of Louisville, Louisville

Title IV Program:  WINGS Clinic, University of Louisville, Louisville

Outreach/Prevention Program:  Volunteers of America, Louisville

HOPWA Program:  House of Ruth, Louisville
The greater Louisville area has the largest number of HIV+ Kentuckians in the state.  HIV/AIDS care services are spread among three main agencies:  Volunteers of America’s Title II and prevention/outreach programs, the Title III WINGS Clinic, and House of Ruth’s HOPWA grant.  Coordination generally is good between the programs.  

Regional Issues

Housing:  Housing is a major concern for this region.  Affordable housing overall is scarce. As an urban hub, Louisville also has a sizeable clientele of homeless or at-risk-of-being-homeless individuals.  Some tensions exist between the care coordinators, the local housing authority, and House of Ruth staff over this issue.  Underlying the issue, however, is a housing market with a scarcity of affordable, sanitary housing.

One approach to dealing with this situation would be the identification of private, state, or federal funds for infrastructural projects.  The focus group discussed whether the Brown Foundation, Kentucky’s largest private grant fund, might be persuaded to fund the purchase and renovation/building of a long-term housing facility similar to Lexington’s Solomon House or Rainbow Apartments.  

Spatial Consolidation:  Currently House of Ruth, Volunteers of America (VOA), and the Legal Aid Project are all located in a complex of government buildings.  VOA and House of Ruth are in a building that is a former clinic.  The focus group brought up the idea of the WINGS Clinic opening a satellite clinic in the same former hospital building.  While the different services would remain administratively separate, spatially existing services would be close enough for clients to take care of multiple needs without traveling far.  If such a consolidation could also include joint information releases and increased inter-agency coordination around client data and needs, client care would improve.

Summary

Louisville’s challenges are rooted in its urban location and history.  Different agencies have developed different programs over the years and now are in a situation where coordination is critical.  The urban housing market also leaves little affordable housing for a client segment of homeless individuals with mental health, literacy, and health problems.  The critical problems around this housing shortage could be at least partially alleviated by creating new housing.  The problem with such a solution, however, is finding the funding for it.  With a number of public transportation options, consolidating agencies in the same complex might well be beneficial but is not critical.  

Region 4:  Northern Kentucky Area

Number of Counties in Care Coordinator Region:  8

Title II Program:  Northern Kentucky Independent Health Department, 

Edgewood

Title III Program:  none in region, served by University of Cincinnati’s 

Holmes Hospital, Cincinnati, OH

Title IV Program:  none

Outreach/Prevention Program:  Northern Kentucky Independent Health 

Department (Edgewood) and AIDS Volunteers of Cincinnati (Cincinnati, 

OH)

HOPWA Program:  AIDS Volunteers of Cincinnati (Cincinnati, OH)

Client satisfaction on a 2001 survey of care coordinator clients was highest for the Northern Kentucky region.  The region has a wide range of services within a short range for most clients.  Even though the region has no Title III clinic in Northern Kentucky itself and only a single prevention worker, Kentucky agencies work closely and with high levels of satisfaction with allied Ohio agencies.  Holmes Hospital’s Title III clinic serves most Northern Kentucky clients, and AIDS Volunteers of Cincinnati assist with outreach and prevention.  Northern Kentucky care coordinators in fact report that they have had fewer problems finding dentists and mental health counselors for clients than fellow workers in Cincinnati.  

Part of the successes in care in Northern Kentucky may also stem from the demographics of its clients.  While the care coordinator program serves primarily low-income clients, there are indicators that the bulk of HIV-infected residents are not in the care coordinator system.  Northern Kentucky also has a private clinic called the Infectious Disease Consultants of Northern Kentucky.  Care coordinators say that this private clinic tells them they have over 700 non-duplicative HIV cases.  The care coordinator program has around 200 non-duplicative client cases.  Based on their experiences with clients, focus group members believe many of the area’s HIV+ residents are middle and upper-middle class gay men who have access to private insurance and thus avoid the state care coordinator system.  This scenario is one also felt to be the case among a sizeable group in Lexington according to the care coordinators in the Lexington focus group.  The region itself consists of suburban communities in the Cincinnati metropolitan area.  Unlike Louisville and Lexington, the other two major urban areas in the state, Northern Kentucky does not contain large inner city areas of homelessness and poverty.  It might be better understood as an urban area whose most blighted urban areas are across the river in Cincinnati and thus out of the jurisdiction and focus for HIV/AIDS care in Northern Kentucky.

Prevention:  A concern in the Northern Kentucky focus group centers on the refusal of area schools to allow any HIV/AIDS prevention education.   

Many of the schools will only talk about abstinence now…and abstinence doesn’t work. AIDS is pushed to the back of their minds and in five years we will see an increase in cases because we don’t teach our youth.  People don’t talk about AIDS and this takes it out of the public eye and causes funding to decline.  (woman in Northern Kentucky focus group)

It’s not really that we are that much more conservative than other parts of the state.  It is a small group of people who speak up…the ones who get elected to the School Board… and don’t want kids exposed to anything.  We haven’t run into problems except in talking to anyone under 18.  (man in Northern Kentucky focus group)

Maybe it’s our German Catholic background…Morally folks don’t want to talk about anything but abstinence until marriage.  The rest is sin.  But, if someone does get sick, then this same background kicks in with Christian charity and care for the ill and poor.   (woman in Northern Kentucky focus group)

While HIV/AIDS education is mandated by the state and northern Kentucky teens report learning how HIV is transmitted, there are no measures in place to see what is taught about HIV in area schools.  Further concerns in the area of prevention focused on the inability to adequately do prevention case management.  These concerns will be discussed in the statewide areas of concern.  

Summary

Northern Kentucky has a well-coordinated system of care that ties the region into the Cincinnati metropolitan care system without having many of the inner city problems experienced in Kentucky’s other urban areas.  The relative wealth of many HIV+ residents keeps them in private care and outside the care coordinator system.  This situation is problematic in that the bulk of middle class clients are outside of monitoring and programming aimed at preventing new infections and concurrent re-infections.

Region 5:  Lexington/Bluegrass/Central and Eastern Kentucky Area

Number of Counties in Care Coordinator Region:  32

Title II Program:  Fayette County Health Department, Lexington

Title III Program:  Bluegrass Care Clinic, University of Kentucky, Lexington

Title IV Program:  none

Outreach/Prevention Program:  Fayette County Health Department 

(Lexington) and AIDS Volunteers, Inc. (Lexington)

HOPWA Program:  Fayette County Health Department (Lexington) and AIDS 

Volunteers, Inc. (Lexington)
The Lexington region incorporates concerns bridging most of the other regions.  Lexington has some of the homelessness and predominately inner city minority poverty problems that Louisville faces.  Lexington also has grassroots agencies that pre-date Ryan White and thus complicate the local care network.  At the same time the Lexington region extends far beyond Lexington to include central Kentucky and a large swath of eastern Kentucky along the Ohio River to the West Virginia border.  Thus it also encounters many of the transportation and care scarcity issues of other, more rural regions.  

Regional Issues

Transportation:  Transportation between Lexington and outlying counties remains a costly and difficult challenge.  One suggestion that came out of focus groups is to identify clusters of clients who are comfortable with the others knowing they all are HIV+.  Members of this group with a vehicle could be paid gasoline vouchers to transport the group to joint appointments.

Documentation Person:  Staff in the focus groups in London and Lexington report that 20% to 40% of their time is now spent filling out paperwork for pharmaceutical patient assistance programs, KADAP, and other programs.  The two regions are seeking to pool some funds to hire a documentation person who will work at the Bluegrass Care Clinic with clients from both regions.  This person will free the other skilled workers to have more time for other client care.

Physician Outreach:  Heartland Cares approach to care is an on-going effort to establish small satellite clinics in surrounding areas.  The Bluegrass Care Clinic on the other hand faces issues of a very large client load and the recent loss of two physicians.  Eastern Kentucky, part of the area served by the Bluegrass Care Clinic, also has a critical shortage of physicians.  In fact, many of the existing physicians are highly educated immigrants working in the underserved region for two years to establish residency requirements.  In some cases their stays are transitional as they leave after completing their required period in an underserved area.  

Facing these issues, the Bluegrass Care Clinic is attempting an innovative approach to improving client access to care.  As with other chronic illnesses such as cancer or heart disease, the University of Kentucky Bluegrass Care Clinic remains a multi-service hub of infectious disease specialists and other medical specialists.  Bluegrass Care Clinic now has a grant to work with local physicians in their service area to train them on HIV/AIDS care and help these physicians become comfortable with treating local clients for general care.  The focus groups in both Lexington and London report difficulties for clients in finding a local primary care physician.  The goal of this educational outreach is to establish a strong network of local primary care physicians who will see clients for routine care.  The Bluegrass Care Clinic will be available to these physicians for questions, training, and referrals of clients for more specialized HIV/AIDS care.

Summary

The Lexington region is likely the most diverse in the state.  The agencies in this region have proven skilled at working together to create innovative approaches to the diverse issues presented by the region.  Transportation, extending the care network through primary care physicians, and a growing high risk Latino population are all issues that are concerns for this region.

Region 6:  Cumberland Valley Area

Number of Counties in Care Coordinator Region:  31

Title II Program:  Cumberland Valley District Health Department, London

Title III Program:  none in region, served by Bluegrass Care Clinic, 

University of Kentucky, Lexington

Title IV Program:  none

Outreach/Prevention Program:  AIDS Volunteers, Inc. (Lexington)

HOPWA Program:  Hospice of the Bluegrass (Hazard)
The Cumberland Valley region is the second largest in the state in the number of counties served.  It includes some of Kentucky’s poorest counties.  This region has the state’s highest dropout rates and highest teen pregnancy rates.  Lung, cervical, and other cancer rates are also high.  As with much of Appalachia, recruiting and retaining trained medical professionals is a challenge.  Many of the local physicians, psychiatrists, and psychologists are highly educated immigrants from southwestern and southern Asia.  These immigrants can establish residency by serving in an underserved region such as the Cumberland Valley.  While Interstate 75 bisects the care coordinator region, the road system in the eastern, mountainous section is not particularly good.

Regional Concerns

Transportation, Local Physician Outreach, and Documentation Person:  Cumberland Valley shares with the Lexington region the concerns regarding transportation, local physician outreach, and a documentation person.  See the Lexington region section for information on these concerns and suggested approaches to easing them.

Pharmaceutical Assistance:  The University of Kentucky Medical Center’s Pharmacy provides clients from the Lexington care coordinator region with discounted medications that helps the Lexington region extend its KADAP funds.  While the UK Medical Center’s Bluegrass Care Clinic serves both the Lexington and Cumberland Valley regions, the UK Pharmacy has to date been unwilling to extend this discount to Cumberland Valley.  Through the focus group the Lexington and Cumberland Valley care coordinators may have worked out a solution:  Lexington will purchase Cumberland Valley’s medications using the UK Pharmacy discount.  Cumberland Valley will establish a fund with Lexington to cover the purchase of these medications.  This solution will hopefully allow Cumberland Valley to extend its KADAP funds.

Summary

Cumberland Valley in many ways has the greatest hurdles to face.  Existing services within the region consist of the care coordinator office in London, a local licensed clinical social worker specializing in HIV/AIDS care, and a HOPWA grant in Hazard.  While clients from this area consistently rate the care coordinators highly, client surveys express issues over the difficulties faced in accessing services because of poor transportation.  If the care coordinator office also took over the HOPWA grant, this would ease assistance for clients.  The Bluegrass Care Clinic’s new initiative to do outreach with primary care physicians locally in the Cumberland Valley should also be a great assistance to this region’s clients.  Overall, the problems facing HIV/AIDS care in Cumberland Valley are endemic to health care for the entire region:  poverty-driven health crises and an overall lack of services.  It is likely that an increased prevention and testing presence in the Cumberland Valley and Lexington regions’ eastern Kentucky counties would uncover significantly more infected Kentuckians.

E.  Statewide Coordinated Statement of Need

Drawing upon input from care agencies and clients, here are the major concerns and needs identified for the Fall 2003:

1) Increased Funding for KADAP:  With the waiting list of eligible clients now over 160, the number one concern that comes out of the focus group is the need for increased funding for the Kentucky AIDS Drug Assistance Program.  Ideas for how to increase funding include:

· Move to confidential names reporting to provide reliable data on the number of HIV+ Kentuckians to more equitably allot funds to Kentucky.

· Support advocacy efforts to increase state and federal funds.

· Support the effort to establish a Title III clinic in Glasgow to extend health care and service dollars through coordination of Title II and III funds regionally.  Members of the Henderson focus group point out that the establishment of Matthew 25 allowed the Barren River care coordinator program to extend service dollars by no longer paying for services provided free at the Title III clinic.

· Look into a statewide pool to purchase and dispense medications including possibly cheaper suppliers in Canada.

· Investigate the viability of a hybrid care model combining elements of programs in Kentucky and Indiana.  Under such a proposed model, legislation would require that insurers in Kentucky pay into a high risk insurance pool.  Unlike Indiana where any gains by the state are wiped out by tax credits that go to insurers, the Kentucky plan would not extend such credits and would be financially viable.  Instead of using KADAP funds to buy medications, these funds would be used to pay for premiums into the state high risk insurance pool.  Clients would benefit by having access to other non-HIV medications, the psychological boost of having an “insurance card” rather than more apparent welfare, and hopefully no waiting list.  The program would still run through the care coordinator program in some way that requires clients to interact with mental health, prevention, and other programs attached to health care.

2) Rethink Prevention Case Management:  Almost every focus group statewide brought up concerns about the state’s new prevention case management system for clients.  Prevention workers feel they are woefully understaffed to implement such a system:

I’m supposed to work with over 200 clients to develop individualized prevention plans, work out issues leading to non-adherence, and still do my outreach education work.  It just won’t work.  Maybe if I only had 25 clients, but not 200.

(male in focus group, region unidentified for confidentiality)

The above concern is commonly reported:  prevention workers feel they cannot effectively provide the intensity of intervention services and documentation required for such large caseloads.  The report by Drs. Rick Zimmerman and Jeff Jones suggests an alternative, two-tiered approach to prevention case management, but this system also requires additional personnel.  With the state in a major budget shortfall, it is unlikely that many more prevention workers can be hired, yet almost any system that adequately provides the intensive client care needed with prevention case management requires additional staffing.  

3) Provide Legal Assistance:  Most focus group member feel their 

regions would benefit from a group of trained attorneys and/or paralegals to assist with disability appeals, power of attorney, healthcare proxies, wills, and discrimination cases.  Especially in the area of disability claims, clients often turn over 30% of their monthly checks in legal fees.  Having pro bono legal aid statewide would give clients a third more money to care for their needs.

4) Longer Period Before KADAP Cut Off:  Agency representatives in the focus groups believe that the two week period between notification of a client regarding failure to refill medications and having the client’s KADAP cut off needs to be extended to a full month.  In a number of cases the clients are on a “drug holiday” prescribed by their physician. The clients may also have literacy problems and difficulties in understanding the notification.  Care coordinators may be unaware of the drug holiday and additionally have trouble locating a client in a short two week period.  The Title II and Title III workers recommend extending the period to a full month.

5)
Continue and Increase Latino Outreach:  Several of the regions 

(Louisville, Lexington, Barren River, and Cumberland Valley) report increases in the number of Latino clients.  The Title III clinics all have some type of Spanish-speaking staff.  Care coordinators and prevention workers believe that the state will experience a rise in clients from this population group.  In Cumberland Valley a pocket of new infections have been found among the poorly educated Mexican immigrant group working in a local chicken processing plant.  Both Lexington and Barren River report that their Latino clients are equally divided between male and female and often consist of couples that are having or planning to have children.  Culturally sensitive approaches to educating HIV+ couples about the hurdles faced with having children need to be addressed.

6) Planning around Hepatitis C:  Several of the focus groups raise issues 

about Hepatitis C and HIV.  One group suggests that residents are 

more willing to come in for Hepatitis C testing but can then be talked into HIV testing.  In the Henderson area the local health departments are reported to be unwilling to provide care to individuals with chronic Hepatitis C.  Matthew 25 is now providing this care.  In Northern Kentucky focus group attendees report turf battles within the health department over who will care for Hepatitis C clients.  Planning consideration should be given to the advantages and disadvantages of having Hepatitis C clients cared for through the HIV/AIDS care system.

7) Increased State Allocations to More Rural Regions:  The focus groups 

in several of the states more rural care coordinator regions bring up 

concerns that innovative programming and additional funding is often 

slated to go to the state’s more urban areas with their higher numbers of clients.  Louisville and Lexington are viewed by some focus group members as utilizing the bulk of the state’s resources with less attention given to the state’s other care coordinator regions.

F.  Summary
The process of generating this Statewide Coordinated Statement of Need may well be more important than the actual document.  In several cases the six focus groups have brought together individuals from agencies that have never before met.  In the case of several staff members from the Bluegrass Care Clinic and Lexington care coordinator office that often work with Cumberland Valley clients, the London focus group is the first time these care workers have actually visited the London care coordinator office.  Having these representatives visit the care coordinator office in London generated excitement and enthusiasm.  In other focus groups, the meetings have provided a forum for agencies to air tensions and concerns about inter-agency client flow.  In every one of the six focus groups, individual attendees have expressed surprise at learning a piece of information about the local care network from other attendees that the surprised individual had not previously known.  The Lexington and Cumberland Valley regions are already working on hiring a bilingual documentation person and setting up a discount medication purchasing system for Cumberland Valley through the Lexington care coordinator office.  The Henderson focus group also has brought to the state’s attention the plans for a possible Title III planning grant in Glasgow.  The Louisville focus group has raised the possibility of consolidating care services in the urban government complex where Volunteers of America and House of Ruth are already located as well as emphasizing the critical housing problems in the area.  By bringing together the diverse elements of the local, regional HIV/AIDS care network, individuals in many regions have begun conversations about needs and solutions that heretofore have not been addressed.  Working daily with clients, these care workers offer some of the clearest expressions of the needs and realistic solutions that the state can support in improving and coordinating HIV/AIDS care in Kentucky.

� Anecdotal information provided by Liliana Hernandez.


� MSM = Men who have Sex with other Men


� 2003 Kentucky Youth Risk Behavior Survey, 2002 Kentucky Youth Tobacco Survey, and 2002 Kentucky Behavior Risk Factor Surveillance Survey, all from the U.S. Centers for Disease Control and Prevention, Atlanta, GA. 


� The Kentucky Supreme Court would overturn the consensual sodomy law in 1992 in Wasson v. Commonwealth.  In this case the state argued that the sodomy law was needed to control AIDS.


� Hidden Histories, Proud Communities:  The Development of Queer Communities in Lexington, KY, 1930-1999. Jeff Jones, Dissertation:  University of Kentucky.


� Hidden Histories, Proud Communities:  The Development of Queer Communities in Lexington, KY, 1930-1999. Jeff Jones, Dissertation:  University of Kentucky.


� Today the United Way of the Bluegrass includes AIDS Volunteers (AVOL) among its recipient charities.


� This bill is also known as the Mason Bill after Belinda Mason and her father Representative Paul Mason.  Infected with HIV through a blood transfusion and a heterosexual, Belinda Mason was able to get around the stigma imposed on HIV+ Kentuckians who contracted the disease through IDU and MSM transmission modes.  As such, Ms. Mason was able to humanize the need for care for all infected Kentuckians to the general public.  The daughter of a prominent eastern Kentucky politician, she was a leading advocate for HIV/AIDS care in Kentucky until her death.


� Barebacking is having anal sex without using a condom.  It is highly risky for transmitting HIV.
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