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Introduction

The reauthorized Ryan White CARE Act of 1996 directed states receiving funding under any of the four Titles to develop a Statewide Coordinated Statement of Need, with the participation of clients, providers, all Title funding recipients and state agency representatives.  This Statewide Coordinated Statement of Need, at least in its first year, should not prioritize the needs, but only state what the needs are.  States were given a great deal of flexibility regarding the Statement’s format, length, input methods and needs assessment.  This first version presented by Kentucky will undoubtedly change a great deal over the coming year as more specific, objective information is gathered about each program area and as participants become more skilled in identifying, collecting, analyzing and distributing data.

Process

1995-1998:

Kentucky’s SCSN process began in the fall of 1995 when the Kentucky HIV/AIDS Program contracted with a consultant to conduct a statewide HIV health and social services Needs Assessment.  The assessment process surveyed 42 case managers and 300 persons living with HIV, and conducted 9 focus groups throughout the state with 86 participants.  The findings from this Needs Assessment, completed in January 1996, comprises the primary source of the needs identification in this SCSN.

The adjunct resource for this SCSN was the Kentucky Statewide Housing Needs Assessment, developed by Volunteers of America of Kentucky for the State’s HOPWA program, which began in November of 1996 and was completed a year later.  The purpose of this Assessment, as stated in its Introduction, was “to document the housing needs and preferences of persons with HIV/AIDS, raise the level of knowledge about housing among service providers and consumers, and develop the groundwork upon which planning and funding decisions could be based.”  The Document “was developed with the input and participation of more than 350 persons with HIV/AIDS in Kentucky who completed consumer surveys, more than 65 persons with HIV/AIDS who met in 14 regional focus groups, over 125 participating agency representatives, the 19 members of the Project Advisory Group, ex officio advisors who provided technical assistance, and numerous other contributing individuals.

The second phase of the SCSN process was initiated in September 1997 through a contract between the Kentucky HIV/AIDS Program and Volunteers of America of Kentucky to develop a resource inventory for the following major service categories: physical/mental/dental health care; housing; food/nutrition; transportation; emergency and long-term financial assistance; case management; Social Security/disability; welfare; Medicare/Medicaid; veterans benefits; legal/advocacy services; chemical dependency treatment; crisis and information services; and home health care/hospice care.  This inventory is being developed to determine the actual availability of both statewide and regional resources and will be completed by May 1998.

The third phase, to be completed by the end of 1998, is to compare the findings of the Needs Assessments to the inventory of available resources to identify specific and measurable needs.  Although the 1996 Needs Assessment and the 1997 Housing Needs Assessment clearly document the most pressing needs, we believe that it is important to identify and publicize available resources, as well as to objectively identify unmet needs.

A draft version of this SCSN was sent to the organizations listed in the SCSN mailing list section for comment in February 1998, a public hearing was held in March, and comments received were incorporated into a final version prior to submission to HRSA.

1995-1998:

The SCSN changed substantially in 1999 as a result of changes within both the HIV community and those implemented by HRSA, the Ryan White CARE Act funding agency.  The introduction of protease inhibitors and more successful treatment of HIV-related infections resulted in a substantial decrease in the number of deaths and a corresponding increased demand for resources.  We also broadened the scope of topics, adding or expanding sections such as Back-to-work and Prison issues.  It was also clear that background information needed to be included in each section, including data illustrating current program usage.

Process

1995-1998 (continued):

In 1998, HRSA released four priorities which are to be the focus of RWCA evaluation activities in the coming years.  These were:

1) Providing access to care and services for underserved and emerging populations;

2) Assuring equal access to new and emerging treatment options for all HIV-infected populations;

3) Adapting to changes in health care financing and working in concert with other funding sources to ensure the delivery of quality HIV care and services; and

4) Documenting outcomes to ensure that CARE Act programs maximize their use of resources to improve and expand the continuum of care for all persons living with HIV/AIDS.

As a result of these four objectives, they are included within each of the RWCA-funded program areas, along with goals that have been established in an effort to document progress toward these objectives.

The format of this new SCSN changed considerably to reflect a chronological progression of the HIV care continuum in Kentucky, as that seemed the most logical approach to an increasingly complex issue.  An explanation of this new format and its components are provided in the next section Format of the 1999 SCSN.

Format of the 1999 Statewide Coordinated Statement of Need

Why the SCSN format changed:
The format changed to incorporate both the changing facets of HIV care in Kentucky and new requirements by both state and federal funding agencies.  We were previously instructed to only state the needs, which we did the first year.  However, it became apparent that an explanation of the current systems of care was necessary to provide a context for the needs, as were goals developed to fill those needs.  In short, this format is a one-stop-shopping approach to Kentucky’s current and future HIV care continuum. 

HIV counseling and testing practices:
Some might assume that the first step in developing an SCSN is developing an epidemiological profile of the persons living with HIV and AIDS within the state.  However, the epidemiological profile is severely limited by its HIV case reporting component as the numbers listed as having been reported as testing positive is not an accurate count of those who are infected but have never been tested.   Therefore, the first section of this SCSN is an examination of current HIV counseling and testing practices in Kentucky; challenges to encouraging at-risk individuals to be tested; the rates of referrals and actual access to care; and future activities of the HIV CTS program designed to improve these areas.

Epidemiological profile:
The epidemiological profile section is an examination of the rates of both HIV and AIDS, and includes both incidence and prevalence statistics for certain groups as well as regions within the state.  These are the numbers used to determine the regional allocation of funding and provide a limited snapshot of those living with both HIV and AIDS in Kentucky and projected trends.

Ryan White CARE Act Title II programs:
This new section of the SCSN explains the three statewide Ryan White CARE Act Title II-funded programs within Kentucky: 1) the Kentucky AIDS Drug Assistance Program; 2) the Kentucky Health Insurance Assistance Program; and 3) the Kentucky Outpatient Health Care and Support Services Program (including the Kentucky HIV Care Coordinator Program.  We included sections within each program area describing the program’s history, eligibility requirements, application procedures, client enrollment and utilization trends, funding for the next RWCA fiscal year, and goals.

Epidemiological profile

 [insert latest one here]

Kentucky AIDS Drug Assistance Program (KADAP)

History of the program:

This program has been in existence since 1987, and has been funded with a combination of state and federal funding since its early years.  However, state funding appropriated for KADAP has not increased, although the amount of state funds spent in the program has grown over the years because of the use of discretionary funding by KHAP.  KADAP has been especially dependent on Title II funds since 1991 when its expenditures were almost double the amount of the state appropriation.

When the program first began in 1987, and continuing through 1991, the only medication on the formulary was AZT.  Since that time HIV-related medications have consistently been added to the formulary, beginning with the addition of four medications in 1991, and continuing with the addition of two in 1992, six in 1993, three in 1994, one in 1996, one in 1997, and two in 1998.  Four more were added in January 1999, with more scheduled for the start of the next grant year in April 1999.  

The number of persons served increased from 215 in 1991 to 478 in 1998, an increase of 122.3 percent.  Expenditures rose from $171,688 in 1991 to $1,402,820 in 1998, which represents an increase of 177 percent.

When protease inhibitors became available, their cost prohibited KHAP from including them in the main formulary without an enrollment cap.  Because of the heavy administrative burden already experienced by the Drug Program Coordinator, a separate arm of KADAP was set up using a community-based organization to act as the administrative agent.  Initially, when the Protease Inhibitor Program (PIP) began in July 1996, the enrollment cap was limited to thirty (30) slots.  The number of slots was increased to forty in January 1998, and then to fifty in April 1998.  The number of slots was further expanded to 80 in October 1998, and finally, in January 1999 the enrollment cap was lifted entirely when it became apparent that clients were not utilizing the program at the anticipated rate. 

KADAP began using a mail-order pharmacy operation effective October 1, 1998.  Previously the system used 271 different pharmacies that were accessed individually by clients.  These pharmacies submitted individual invoices to the state for reimbursement.  This pharmacy system change was made through a price contract with the University of Louisville Outpatient Pharmacy that enabled KADAP to obtain discounts of 25% of AWP for brand drugs and 50% discounts of AWP for generic drugs.  The price contract also eliminated the payment of a $4.75 per prescription dispensing fee that was previously paid to the individual pharmacies.  Additionally, this price contract eliminated the need for KADAP to pursue rebates because the U of L Pharmacy already receives Public Health Services pricing; therefore, KADAP would not be eligible for participation in the rebate program.

The same pharmacy (U of L) also took over the operation of the Protease Inhibitor Program effective October 1.  Although this was not a part of the pricing contract, the KHAP was forced to find a new provider for this program when the previous provider made a decision to withdraw from the program.  The current plan is to fold the protease inhibitors into KADAP when the current PIP contract ends on March 31, 1999.  The 1999 funding should be sufficient to support protease inhibitors without the need for a waiting list, thereby reducing the administrative workload for this part of the program.

Additional changes affecting the daily operation of KADAP include the retirement of Betty Ann Bowles, the person responsible for the daily management of KADAP, effective August 1, 1999.  Anna Mayne, one of the two HIV Service Program Administrators, is also retiring on that date.  The HIV/AIDS Program has plans to hire replacements for these two individuals two months prior to their retirement to allow for training.  However, implementation of these plans will depend on functions in the state personnel system over which the HIV/AIDS Program has no control.

Kentucky AIDS Drug Assistance Program (KADAP)

Current formulary:

Reverse transcriptase inhibitors

Generic name
Brand name
Other names

Abacavir
Ziagen

Efavirenz
Sustiva

Delavirdine
Rescriptor

Lamivudine
Epivir
3TC

Lamivudine/Zidovudine
Combivir
3TC/AZT

Dideoxycytidine
HIVID
ddC

Didanosine
Videx
ddI

Nevirapine
Viramune


Stavudine
Zerit
d4T

Zidovudine
Retrovir
AZT, azidothymidine

Protease inhibitors

Generic name
Brand name
Other names

Indinavir
Crixivan

Nelfinavir
Viracept

Ritonavir
Norvir

Saquinavir
Invirase, Fortovase

Other drugs:

Generic name
Brand name
Other names

Acyclovir
Zovirax

Azithromycin
Zithromax

Ciprofloxacin
Cipro

Clarithromycin
Biaxin

Clotrimazole
Mycelex

Dapsone
Dapsone

Fluconazole
Diflucan

Hydroxyurea
Hydrea

Ketoconazole
Nizoral

Megestrol acetate
Megace

Nystatin
Mycostatin

Pentamidine
NebuPent

Rifabutin
Mycobutin

TMP/SMX
Bactrim (Septra)

Eligibility requirements:

· Kentucky resident

· Documented HIV+

· Income below 300% of the Federal Poverty Level (adjusted for family size)

· Cash resources of less than $10,000

· Not covered by Medicaid or 100% coverage by another third party payer.

Application procedures:

NOTE: Until April 1, 1999, KADAP and PIP required separate application procedures, but we have only included KADAP’s here, anticipating the merging of the two programs in April.
Application forms can be obtained from the central KADAP office or from any of the regional case management offices located throughout the state.  They are also available from various physicians and healthcare affiliated social workers that provide services to KADAP clients.  A prospective client completes the four-page application and submits it, along with a medical documentation form that has been completed by his/her physician, to the central KADAP office.  If the client has health insurance that covers part of the cost, copies of the insurance card (front and back) are also submitted with the application.  The application asks specific questions about insurance and Medicaid coverage, and other possible third party payers, and the client is required to sign and date the application verifying that the information is correct.  The application is then reviewed for completeness, and the client is found to qualify if s/he meets the eligibility requirements.

Once eligibility has been established, approval letters certifying the client for the current certification period are sent to the client, the client’s physician, and the client’s case manager or social worker, if one is listed on the application.  The approval notice includes a start-up packet that explains the mail order pharmacy procedures to the client.  It also contains a form pertaining to a change in insurance or Medicaid status that the client is to keep and return to the central KADAP office if a change in status is experienced before the next recertification.  A separate approval letter is sent to the pharmacy, and once the client submits his/her prescriptions, (these may be faxed or called in from the physician’s office, or mailed by the client), the order is processed and the prescriptions are mailed to the client.  Only clients have health insurance that requires the exclusive use of a different pharmacy are permitted to use a pharmacy other than the mail order service.  These clients must submit the documentation that verifies that a specific pharmacy must be used.  Applicants found to be ineligible are notified in writing of the reason for being turned down for program participation.

Recertification of all KADAP clients is carried out every six months.  All clients are mailed a recertification packet asking for updated address, income, insurance and Medicaid status.  Completed packets must be returned before clients are eligible to continue their participation.

Client enrollment and utilization trends:

Enrollment in KADAP in 1998 increase by 20.9% over enrollment for 1997.  Additionally, at least 23% more clients have remained in active status, and 15.2% more clients were served in 1998 than in 1997.  The average monthly cost has also increased from $88,886 to $116,901.  Since August, Combivir (lamivudine/AZT) has easily been the antiretroviral with the highest monthly expenditure, with Epivir (lamivudine/3TC) and Zerit (stavudine/d4T) next.  Of the other types of medications available, Diflucan (fluconazole) represents the highest expenditures.

Also of interest is that, prior to the introduction of protease inhibitors, 16% of KADAP clients were served for as long as five years.  This increased to 17.9% after the introduction of protease inhibitors.  Further, the number served for four years increased from 18.3% to 28.6%, and the number served for three years increased from 24.3% to 38.9%.  Overall, of those served in 1998, 11.5% were enrolled in 1995 and 15.6% were enrolled in 1996.  This information makes it clear that much of KADAP’s rising costs are created by the need to serve clients for a growing length of time.

Regarding PIP client enrollment and utilization trends, the number of available slots was increased from forty to fifty effective April 1, 1998 and then again from fifty to eighty effective October 1.  Because of these changes, as well as the caps on client enrollment, it is not feasible to compare enrollment trends between or within fiscal years.  Instead, the focus will be on utilization trends based on enrollment.

An analysis of the period April-September 1998 (with a cap of 50 clients) reveals that the percentage of enrolled clients who were served averaged about 68% per month and remained fairly consistent from month to month.  There was less month-to-month consistency in the percentage of persons on the waiting list, but this averaged about 30% per month.

In terms of the utilization of each of the four drugs, Viracept and Crixivan were the most popular; with the average utilziation for Crixivan over the six month period being 40% and with Viracept at 38%; followed by Fortovase at 13% and Norvir at 9 percent.

Description of how the services are provided:

As described above, the client may either mail the prescription(s) to the pharmacy or have their physician fax it.  Orders are filled and shipped via US Mail or other carrier within 48 hours of receipt.  Orders for refills may be placed by phone by the client or by using a refill order form that accompanies each shipment.  The pharmacy bills KADAP twice a month.  Once received, the invoices are reviewed for accuracy of pricing and adherence to the contract, corrected if necessary, and processed for payment.

Funding for the period April 1, 1999 to March 31, 2000:

$2,379,488 has been allocated in federal funding and $125,000 in state funding, for a total of $2,504,488.

Goals for the next grant period:

· Ongoing administration of the program (Objectives 1, 2, 3, 4)

· Monitoring of contract with mail order provider

· ADAP Advisory Group (Objectives 1, 2, 3, 4)

· Reports to the ADAPAG

· Expansion of the KADAP drug formulary (Objectives 1, 2)

· Development of KADAP Procedures Manual

· Development of grievance procedures

· Outcome and evaluation methods

· Medicaid collaboration

· Insurance issues

1) Providing access to care and services for underserved and emerging populations;

2) Assuring equal access to new and emerging treatment options for all HIV-infected populations;

3) Adapting to changes in health care financing and working in concert with other funding sources to ensure the delivery of quality HIV care and services; and

4) Documenting outcomes to ensure that CARE Act programs maximize their use of resources to improve and expand the continuum of care for all persons living with HIV/AIDS.


Outreach/identification:
HIV Testing – distribute 2 page HIV services sheets

Public campaigns: radio; TV; newspapers; church bulletins

Providers: hospitals; medical associations and boards; college/training programs

Resources:
· KADAP

· Patient assistance programs

· CBO’s

· KY Physicians Care Plan

· Medicaid (using Mass algorithm)

· Private insurance & GAP

· Corrections

· Indigent care programs

What to look for/analyze:
· Annual level of funding & sources

· Eligibility criteria

· Prioritize flow of clients

· Analysis of demographics over the past 5 years and compare to the epi profile, and utilization vs. enrollment.

· Outcomes

· Look at who isn’t covered and what drugs aren’t covered.

· Look at per drug utilization/costs/demographics using NIH drugs.

Kentucky Health Insurance Assistance Program (KHIAP)

History of the program:

This program covers assistance with health insurance premiums for existing health insurance coverage for eligible clients who are in danger of losing their health insurance coverage because of their HIV disease.  This program has been in existence since 1991, and is funded entirely with RWCA funds.

Eligibility requirements:

· Kentucky resident

· Documented HIV+

· Income below 300% of the Federal Poverty Level (adjusted for family size)

· Cash resources of less than $10,000

· Not covered by Medicaid or 100% coverage by another third party payer.

Application procedures:

Clients use the Financial Assistance Applications available from any of the regional case management offices located throughout the state.  A prospective client completes the four-page application, which includes verification of their income, cash assets, eligibility for other third party assistance, and submits it to their HIV Care Coordinator.  The application is then reviewed for completeness, and the client is found to qualify if s/he meets the eligibility requirements and there are sufficient funds available given the number of clients already enrolled.

[need to fill in how the client is notified that they are eligible and how the program works]
Description of how the services are provided:

[need to complete]

Client enrollment and utilization trends:

[Need to review Anna’s charts and complete this section]

Preliminary service figures for this program reflect that approximately 194 clients were served in 1998, and estimates indicate that the goal of 210 persons served will be met.  Current figures reflect that the program served 19 more individuals and families this year than in 1997 and service to females rose from 8.6% to 10.3%.  Early expenditure figures show an increase of 27.8% over expenditures for 1997.  

Funding for the period April 1, 1999 to March 31, 2000:

$2,379,488 has been allocated in federal funding and $125,000 in state funding, for a total of $2,504,488.

Goals for the next grant period:

· # of clients to be served

· Ongoing administration of the program (Objectives 1, 2, 3, 4)

· Monitoring of contract with mail order provider

· ADAP Advisory Group (Objectives 1, 2, 3, 4)

· Reports to the ADAPAG

· Expansion of the KADAP drug formulary (Objectives 1, 2)

· Development of KADAP Procedures Manual

· Development of grievance procedures

· Outcome and evaluation

· Medicaid collaboration

· Insurance issues

5) Providing access to care and services for underserved and emerging populations;

6) Assuring equal access to new and emerging treatment options for all HIV-infected populations;

7) Adapting to changes in health care financing and working in concert with other funding sources to ensure the delivery of quality HIV care and services; and

8) Documenting outcomes to ensure that CARE Act programs maximize their use of resources to improve and expand the continuum of care for all persons living with HIV/AIDS.

Back to work issues

Data collection:
· Number of PWA’s who returned to work after being on disability

Potential programs:
· Michigan’s Project HOPE (HIV Opportunities for Pursuing Employment) uses a benefits counselor, employment case manager and job developer.

· Ohio had a meeting with Medicaid, Social Security, Dept. of Insurance & Voc Rehab to discuss gaps in health/prescription drug coverage

Resources:
· Back-to-Work Initiatives, Ryan White ADAP Technical Assistance Conference Call, 6/30/98

Housing issues

Recommendations from the VOA Kentucky AIDS Housing Document1:
Direct consumer services:
Priority populations:
· Recommendation 1: Persons with HIV/AIDS who are homeless or at risk of homelessness should be given priority for AIDS housing services.  At risk of homelessness was defined by Forum participants as a person who meets at least two of the following five factors: spending more than 50 percent of their income on housing; living in substandard housing; involuntarily displaced; doubled up; or marginally housed in transitional or emergency housing.  Although other prioritizing factors, such as AIDS disability, AIDS diagnosis, HIV asymptomatic, or dual diagnoses, were considered and discussed, the general consensus was that Kentucky does not yet need to differentiate on these bases.

Baseline program standards:

· Recommendation 2: Housing provided for persons with HIV/AIDS should meet Housing Quality Standards (HQS) as defined by HUD.  Because of concerns from providers in rural regions regarding the scarcity of quality housing within HUD’s Fair Market Rent (FMR) levels, this recommendation should be reviewed approximately one year after implementation to determine if persons with HIV/AIDS in these regions have had difficulties or been prevented from receiving assistance.  Changes to be considered may include raising those regions’ allocations to allow higher levels of assistance and/or allowing a waiver of HQS requirements.

· Recommendation 3: Housing provided for persons with HIV/AIDS with state and state-administered funding should be provided only to persons living within the Commonwealth.  Applicants for housing services should show proof of a Kentucky address, be establishing a residence in Kentucky, or be a resident of, or applicant for, a facility located in Kentucky.

· Recommendation 4: Persons with HIV/AIDS who also have active behavioral health issues and who are being provided housing should have case management that includes specific limits of behavior agreed upon with a case manager and based on local availability of treatment, practicality of verification of treatment, willingness/reluctance of landlords to accept tenants with active behavioral health issues, and/or other agency/local/regional considerations.  As more persons with HIV/AIDS who also have alcohol and/or drug dependencies are presenting themselves as applicants for housing, issues regarding harm reduction, access to treatment, active users, relapses, landlord burnout, and staff qualifications should continue to be addressed and discussed.

Information dissemination and referrals:
· Recommendation 5: KHC and the Department for Public Health should improve local and statewide systems that coordinate access to housing information and referrals.  Repeatedly, persons with HIV/AIDS stated that they were unaware of many of the housing programs, both AIDS-specific and mainstream, available to them.  Regional HIV Care Coordinators, case managers in community-based organizations, telephone counselors at the Kentucky AIDS Hotline, and others working with persons with HIV/AIDS, should receive, maintain, and distribute current and accurate information on housing programs to offer to their clients.  The Department for Public Health’s forthcoming Statewide HIV/AIDS Resources Directory will be one means of disseminating this information.

Housing issues

Program management, development, administration and advocacy:

Quality assurance:

· Recommendation 6: KHC should direct the HOPWA Advisory Committee to develop statewide, AIDS-specific Quality Assurance Standards for HOPWA-funded AIDS housing programs (facilities, rent assistance, case management, etc.) to be adopted by other AIDS housing providers and funding agencies as minimum criteria for support and/or funding.  Quality Assurance Standards should be a means of raising the level of professionalism and quality of care, preventing discriminatory, inappropriate, and inefficient practices, and proving accountability and responsible stewardship to funders and supporters, both current and potential.  The development of housing program standards should be coordinated with any similar activities conducted by the Department for Public Health for other AIDS services.
· Recommendation 7: Because of stated concerns from consumers regarding discrimination and harassment, KHC and local monitoring organizations should develop minimum, statewide requirements for AIDS education and training and/or add them to existing quality standards for mainstream housing programs.  As more persons with HIV/AIDS are encouraged to seek and receive assistance from mainstream housing providers, such requirements should be the means of ensuring appropriate, adequate, and sensitive care with regard to fair treatment, equality, confidentiality, safety, and health.
Education and training:

· Recommendation 8: Ongoing AIDS awareness and education training opportunities for mainstream housing programs and agencies should be developed and made readily accessible.  Universally, housing and service providers across the Commonwealth want more AIDS training in order to better serve and accommodate persons with HIV/AIDS and their families.  This recommendation should be implemented by KHC and other appropriate agencies in conjunction with Recommendation 7.  Expansion of AIDS education and training to housing providers will also impact the awareness levels and attitudes of communities towards persons with HIV/AIDS.
Technical assistance and capacity building:
· Recommendation 9: KHC, the HOPWA Advisory Committee, mainstream housing providers, and AIDS housing and social service providers should seek training and technical assistance from experts in AIDS and/or housing issues, as necessary, for the development and enhancement of AIDS housing opportunities.  Funding for technical assistance should be considered by the HOPWA Advisory Committee, so that both local and national consultants may be utilized.

Resource allocation:
· Recommendation 10: Resources should be allocated only to those programs that will meet a documented need and have demonstrated a capacity to carry out the activities.  KHC should lead the HOPWA Advisory Committee in the development and adoption of an AIDS Housing Continuum of Care as a template by which to plan new activities in the gaps between existing resources and as a means of evaluating program performance.  Additionally, programs should be developed only by those agencies with the appropriate organizational capacity to carry out program activities.

Housing issues

Program management, development, administration and advocacy (continued):

Resource allocation (continued):
· Recommendation 11: Allocation formulae for the Commonwealth’s HOPWA entitlement funding should be evaluated annually by the HOPWA Advisory Committee to ensure statewide coverage, equity, and opportunity for program development.  As various communities seek and develop AIDS housing programs independent of HOPWA, it may become advantageous to redirect HOPWA entitlement funding away from those communities and towards others that would benefit from larger blocks of capital to build capacity and establish programs.  Also, a regional and/or statewide competitive process administered by the HOPWA Advisory Committee can be a means of developing innovative partnerships and expanding the pool of AIDS housing providers.

Partnerships, advocacy and integration:
· Recommendation 12: AIDS-specific housing and/or service organizations and programs should participate in local and statewide housing coalitions and planning efforts to ensure that AIDS housing issues are addressed and incorporated into general housing activities.  AIDS should be on every housing agenda.

· Recommendation 13: AIDS-specific housing and/or service organizations and programs should seek out partnerships with mainstream housing and service providers, developers, Public Housing Authorities, and regional HIV Care Coordinator Programs, appropriate to each community, to strengthen housing and service delivery systems.  The enhanced benefits derived from partnerships, both formal and informal, are felt not only by the partners, but also by consumers and the community in general.

· Recommendation 14: AIDS-specific housing and/or service organizations and programs should support statewide and local, mainstream efforts to develop and maintain affordable housing, crisis and emergency services, alcohol and drug treatment programs, and other general low-income housing efforts.  AIDS housing issues are intimately tied to general low-income housing issues, and general housing advocacy ultimately affects AIDS housing.  Additionally, support from the AIDS community for mainstream housing issues may result in support for AIDS housing back from mainstream providers.

· Recommendation 15: AIDS-specific housing and/or service organizations and programs should seek out partnerships with, and coalitions of, organizations that serve persons with other special needs and disabilities, such as alcohol and/or drug dependencies, mental illness, mental retardation, developmental disabilities, and the terminally ill.  Special needs partnerships can help strengthen the cause of all special needs populations while abating competition among various interests.  Often, persons with HIV/AIDS have other special needs, qualifying them for inclusion in various or multiple groups.

· Recommendation 16: KHC should support and lead advocacy efforts to develop housing opportunities, such as set asides, preferences, and components for persons with HIV/AIDS within existing and new mainstream housing programs.  Many persons with HIV/AIDS who have housing needs live in remote parts of the Commonwealth, far from AIDS-specific housing programs, and as much as 200 miles from an AIDS-specific residence.  These same individuals, however, are often within minutes from towns that have mainstream housing programs, such as shelters, public housing, housing voucher programs, and case management services for low-income or disabled persons.  Set asides and preferences are a means of prioritizing persons with HIV/AIDS for services by bypassing lengthy waiting lists, and thus, as a health care intervention, housing persons before advanced health decline or death.  They are also a means of getting persons into shelters, transitional housing, and alcohol and/or drug treatment programs where services are provided by trained and competent professionals.

Programs:

Housing Opportunities for Persons With AIDS (HOPWA):
The following program description was taken from Kentucky Housing Corporation’s The Kentucky 1998 Action Plan.

“The HOPWA Program was authorized by the AIDS Housing Opportunity Act (AHOA) and amended by the Housing and Community Development Act of 1992. Kentucky Housing Corporation administers this program pursuant to 24 CFR Part 91.  The program is designed to provide states and localities with resources and incentives for devising long-term comprehensive strategies for meeting the housing needs of persons with Acquired Immune Deficiency Syndrome or related diseases and their families.  Kentucky received its first entitlement allocation of federal HOPWA funding in 1996.  Kentucky’s 1998 allocation is $485,000.

Eligible HOPWA activities include emergency housing assistance; shared housing assistance; rental assistance; housing information services; acquisition, rehabilitation, conversion, lease and repair of housing facilities; new construction of single-room occupancy or community residences; rental subsidies; rent, mortgage and utility payments; operating costs for housing facilities; support services and administration costs of up to 7 percent.  Eligible recipients are low-income persons (80 percent or below of area median income) who are diagnosed with HIV/AIDS and their family members.  All HOPWA applicants who include drug assistance and other health care costs as one of their activities must include a plan within their application for approving these cases.  This approval system must assure that no AIDS Drug Assistance programs (ADAP) or other resources are available to the client for this purpose and that this is documented in their file.

Eligible applicants are nonprofit agencies and local governments.  Funding will be distributed to the six areas of the Commonwealth established for funding distribution by the Cabinet for Health Services…  The formula is based on the number of reported persons living with HIV/AIDS in each of the regions according to the Kentucky Department for Public Health, Division of Epidemiology and Health Planning.”

Service provision:

1996:
Resources:
1. Kentucky AIDS Housing Planning Document, Kentucky Housing Corporation/Volunteers of America of Kentucky, 11/30/97.

The Kentucky 1998 Action Plan, Kentucky Housing Corporation and Department for Local Government, April 1998.

Insurance issues

The Kaiser Commission on Medicaid and the Uninsured released a document in June 1998 entitled Uninsured in America: A Chart Book.1  This document revealed some startling findings:

· Most uninsured Americans are adults under the age of 65, with one in five being children.

· While low-income Americans represent over half (54%) of the uninsured, the poorest Americans – those with incomes under the federal poverty level – comprise only a fifth of the uninsured population.

· Eight out of ten of the uninsured are full-time workers or dependents of full-time workers.  Only 10% of the uninsured are in families where there are no connections to the workforce.

· Single adults have the greatest risk of being uninsured because they have only themselves as a link to job-based health benefits.

The statistics for Kentucky are as follows:

· 16% of the total nonelderly population – approximately 527,000 people -- were estimated as having no insurance in 1994-95.

· 25.9% of those considered low income – 340,000 people – were estimated as having no insurance in 1994-95.

· Description of HB 315 & SB 135

· Approximate prices and coverage

· Percentages of persons with AIDS covered under RWCA and avg costs per policy.

· Demographics

· Projections of increased usage

Files:
· Copy of The Kentucky Standard Health Benefit Plan
Sources:

1. Uninsured in American: A Chart Book, The Kaiser Commission on Medicaid and the Uninsured, June 1998

Medicaid managed care

Medicaid managed care:
Kentucky’s Medicaid Program began phasing in Managed Care in November 1997 with residents of the Louisville area and surrounding counties.  The second phase began in January 1998 with the Lexington area and a much greater geographical coverage area.  It is unclear what impact Managed care will have on persons living with HIV as the Louisville region did not begin adding persons with HIV until January 1998 and the Lexington area is not due to enroll PLWH’s until April 1998.  It is also uncertain as to how these separate partnerships will handle those clients who may be residents of one region but receive their care in another.

Data collection:
· Description of managed care process in KY: how it started, how it was implemented (different regions); stop loss/reinsurance

· How capitation rates were determined for each region and what they are compared to actual costs, if available.

· Include risk adjustment factors: clinical diagnosis; symptomatic vs. asymptomatic; AIDS; CD4 count; viral load; co-morbidities (MI, CD, TB); other factors (homeless)

· How ID docs figure into care

· Drug utilization rates

· Health outcomes: 1) how this is done in each region; 2) results of each region.  Using HEDIS

· Need to consider the following when requesting/analyzing data: 1) lack of clinical information; 2) inaccurate or incomplete data; and 3) late data.

Resources:
· Preparing for Managed Care: Strategies for Community-Based Organizations Serving People with HIV/AIDS, HRSA/BPHC, 1996 (appx 50 pgs – mostly overheads)

HIV/AIDS Related Provisions of Medicaid Managed Care Contracts, Kaiser Family Foundation, May 1998 (43 pgs)  

Prevention of perinatal HIV transmission

History of the project:

Late in 1997, KHAP received funding from the CDC to conduct a study of HIV counseling and testing practices among Kentucky prenatal care providers.  This study was developed to respond to the perinatal HIV transmission reduction requirement in the reauthorized Ryan White CARE Act.  Kentucky has maintained a very low rate of perinatal HIV transmission, so this study was initiated to ensure continued low incidence.  An independent researcher, Martha McKinney, was contracted to conduct the study because of her experience in conducting studies of service provision among HIV-infected women.  An Advisory Committee was formed in early 1998 consisting of both prenatal care providers and those treating HIV+ women.

The study consisted of two components: a mail survey of providers and a focus group for pregnant women.  The survey sought information on the HIV counseling and testing practices of prenatal care providers as well as the perceptual, financial, and other barriers that discourage clinicians from routinely offering testing to pregnant women.  The survey results found that there was a high degree of HIV risk assessment and counseling and testing among Kentucky’s prenatal care providers, with some variation among providers.  The focus group, consisting of pregnant women, sought information on such topics as attitudes toward HIV testing, information received, suggestions for pretest counseling topics and barriers to HIV testing.  The focus group findings differed from the provider surveys, however the sample size was so small that definitive differences could not be well documented.

After reviewing the study findings, the Advisory Committee presented the following nine recommendations to the state HIV program:

Recommendation #1: In cooperation with the Kentucky Medical Association, the Kentucky Section of the American College of Obstetricians and Gynecologists, the Kentucky Academy of Family Physicians, the Kentucky Chapter of the American College of Nurse Midwives, and the Kentucky AIDS Training and Education Center, the HIV/AIDS Program should distribute a recommended HIV counseling and testing protocol to all health professionals and clinics that provide prenatal care in Kentucky.  By clarifying the topics that should be discussed during counseling sessions and simplifying the informed consent process, a standardized protocol should encourage more prenatal care providers to routinely offer HIV counseling and testing.  A standardized protocol also should help ensure that prenatal patients receive adequate information to make “informed” decisions about HIV testing, and that both the request and test results are documented in patient medical records.

Recommendation #2: The Kentucky Medicaid Program and managed care plans that pay “global fees” for prenatal care should consider offering supplemental payments for prenatal HIV counseling.  A supplemental payment would encourage clinicians to make HIV counseling a routine part of their prenatal care and to spend more time addressing questions and concerns that pregnant women have about HIV testing.

Recommendation #3: The Kentucky HIV/AIDS Program should encourage a phased approach to prenatal HIV counseling and testing.  Since nurses typically take medical histories and discuss prenatal lab work before pregnant women see their physicians or nurse midwives, these health professionals are best positioned to offer initial counseling on the purpose and benefits of an HIV antibody test.  If a patient declines HIV testing, her physician or nurse midwife should provide additional counseling and attempt to allay any fears or concerns during the next medical visit.  This phased approach would provide prenatal patients with two opportunities to be tested and would make counseling requirements more manageable for busy clinicians.

Recommendation #4: In cooperation with the Kentucky AIDS Training and Education Center, the HIV/AIDS Program should supply prenatal care providers with patient educational materials on HIV/AIDS or information on where they can obtain these materials at little or no cost.  Clinicians should be encouraged to supplement pretest counseling sessions with videotapes, audiotapes, CD-ROMS, brochures, games, and other media that are linguistically, culturally, educationally, and age appropriate for their prenatal patients.  To encourage more women to be tested for HIV antibodies before they become pregnant, special emphasis should be placed on making patient educational materials available to family practitioners and family planning clinics.

Recommendation #5: In cooperation with the Kentucky AIDS Training and Education Center and health professional association, the HIV/AIDS Program should develop continuing education programs that enhance the HIV counseling and treatment capabilities of prenatal care providers.  The survey revealed a strong commitment to caring for HIV-positive pregnant women but relatively little treatment experience.  Continuing education should focus on the knowledge and skills that prenatal care providers need to co-manage HIV-positive pregnant women with infectious disease specialists.

Recommendation #6: The Kentucky HIV/AIDS Program should seek ways of providing more public education on HIV and pregnancy.  Women of childbearing age need to understand the behaviors and circumstances that may put them at risk for HIV infection and the benefits of early detection.  The focus groups suggest that many women are unaware of the antiretroviral therapies that can help HIV-positive mothers maintain good health and reduce the chances of perinatal transmission.  A public educaiton campaign that conveys these messages through television, radio, newspapers, and other media should encourage more pregnant women and women considering pregnancy to be tested for HIV antibodies.  The HIV/AIDS Program also should promote the development of school and college-based health education courses, peer education programs, and other initiatives that educate adolescents and young adults about HIV and pregnancy.  As an additional public education strategy, the HIV/AIDS Program should explore possibilities for including information on the importance of HIV testing in home pregnancy kits.

Recommendation #7: The Kentucky HIV/AIDS Program should gather information to assess the cost effectiveness of HIV counseling.  This analysis should compare the costs of pretest counseling with possible benefits, such as higher levels of test acceptance, higher HIV detection rates, and reduced rates of perinatal transmission.

Recommendation #8: The Kentucky HIV/AIDS Program should assess the validity of survey responses by comparing the reported frequency of offering HIV testing and estimated test acceptance rates with actual data on the proportion of total deliveries for which HIV tests were performed during 1998.

Recommendation #9: The Kentucky HIV/AIDS Program should assess the extent to which the views of focus group participants are representative of women receiving prenatal care in Kentucky by conducting or sponsoring a follow-up survey with a probability sample of prenatal patients.  Since the three focus groups were held in a small metropolitan area, the survey – and possibly additional focus groups – should investigate whether there are urban-rural differences in attitudes toward HIV testing, informational needs, and “preferred providers” for pretest counseling.

Prison issues

Data collection:
· # and location of both state and federal prisons with descriptions of gender.  Might also want to look at juvenile detention centers and jails

· Plans for future prisons, including number of prisoners

· Current # of HIV and AIDS cases in each prison, then statewide, using same breakdowns as quarterly reports.  Include comparison to national statistics.

· Rates of increase of HIV/AIDS cases per prison, using same breakdowns as quarterly reports. Include comparison to national statistics.

· Death rates

· Costs to KY for HIV care in prison (including costs for feds, if necessary)

· Average length of sentence

· How many HIV/AIDS cases released each year, including destination.  Include CD4 count, viral load and medications when released, and recidivism, if available.

· Description of what medical care is offered (including gyn care for women), availability of clinical trials access, which drugs are covered, drug utilization statistics, occurrence of OI’s.  Include # of docs/prisoner, social workers/prisoners and how this is arranged.

· Description of release protocols, including contact with HCCP, transfer of medical records, how much drugs are given upon release, arrangement of medical care, arrangement of drug continuation, CD counseling/treatment, housing, employment, Medicaid, SSI.

· Description of testing policies (may want to include statistics on how many are diagnosed in prison, how many seroconvert there), partner notification.

· Interviews with state corrections officials and individual prison staff members to learn what’s working and what is needed.

· Possibly survey HIV+ inmates to determine needs, fears, plans.

· Possibly survey HCCP staff to learn needs, problems, plans, solutions.

Current and ongoing needs

Although the SCSN guidance suggesting defining both gaps in and barriers to service, we decided to eliminate the separation between these two overlapping terms and substituted the term “needs.”

The following needs are listed alphabetically, not in order of priority:

Health services:
· Alternative therapies

· Clinical trials (including knowledge of and access to current trials)

· Dental insurance

· Dentists

· HIV physicians (including comprehensive care centers in rural areas, improved continuity of care in urban areas, and OB/GYN care)

· Hospital care

· Laboratory tests

· Medical insurance (Note: clients covered by a comprehensive medical insurance plan would likely have less problem accessing prescription drugs, laboratory tests, x-rays and hospital care)

· Mental health treatment

· Nutritional assessments and consultation

· Prescription drugs (including expansion of the drug formulary to include psychotropic drugs, drugs to treat toxoplasmosis, Mepron, Valtrex, azithromycin and vitamins.  Also, providers should make full use of patient assistance programs and rebates to maximize drug availability.)

· Substance abuse treatment

· X-rays

Help in activities of daily living:
· Child care

· Emergency financial assistance

· Food/nutrition assistance (including home meal delivery)

· Housing assistance (Note: There were several recommendations made in the Kentucky Statewide Housing Needs Assessment which address direct assistance and assistance methods.  Please see Appendix A.)

· Transportation assistance

· Utilities assistance

Support and information services:
· Basic information about HIV (for clients and family/friends)

· Buddy/companion services

· Case management

· Daytime social center

· Job finding/maintenance assistance

· Legal assistance

· Support groups

· Treatment information

Current and ongoing needs

Accessibility barriers:
Further investigation and identification of current and potential barriers to accessing needed services should be conducted, with a particular focus on the African-American and Hispanic communities, as well as women and children.

Physician availability: need to look at total numbers of physicians and those who are part of Medicaid.

Communication about available resources:
The Needs Assessment clearly demonstrated that there is a great unmet need for improved education about the location and access methods of available resources.  Clearly, in order to reach the largest number and variety of clients, there must be a variety of education methods.  The HIV Resource Inventory represents the first step, but oral communication, increased use of teleconferencing and Internet resources, networking among providers, regional and statewide meetings, broadcast and print media, and one-on-one case manager/client education should all be utilized.

Providing understandable information on both basic and advanced concepts of HIV disease progression and treatment is another crucial educational necessity.  Not only must this be accessible to those infected, but also to family, friends, and both health care and social service providers.  The range of cultural and educational differences between individuals presents a formidable challenge, considering the complexity of the newest treatments, drug interactions, therapy adherence, and emerging diagnostic technologies.  As Kentucky’s HIV physicians see their client base grow along with the complexity of the issues they must address, it is clear that additional educational venues outside the physician’s office must be explored to keep clients informed as to the available treatment options.

Information collection, analysis and distribution:
The development of a useable Statewide Coordinated Statement of Need is dependent upon information collected, analyzed and then distributed.  Without accurate, timely, and up-to-date statistics, it is impossible to even establish achievable goals, much less evaluate whether they have been met.  To this end, the following areas of data management must be developed:

HIV Care Coordinator Program:
Client socio-economic data, client encounters, service provision, referral sources and outcome evaluation

Kentucky AIDS Drug Assistance Program:
Client socio-economic data, treatment provision, provider utilization and outcome evaluation (including impact on clients’ needs for other types of financial assistance)

Kentucky Health Insurance Continuation Assistance Program:
Client socio-economic data and outcome evaluation (including impact on client access to health care services, KADAP, and other financial assistance programs)

HOPWA Programs:
Client socio-economic data, service provision, and outcome evaluation (including impact on RWCA programs)

Physician availability:
Regional analysis of physician availability per number of estimated persons living with HIV

Funding resources:
Federal, state, county, city, CBO and others (including Medicaid and hospital indigent care programs)

Educational programs:
Inventory of existing programs, needs assessment(s) of additional programs and media formats, and outcome evaluation (Note: Analysis should examine programs dealing with treatment information, primary HIV prevention, and access to health care, social, and support services.)

Prenatal HIV testing:
Availability, testing results data and 076 implementation with infected mothers

Provider education:
Workers at day care centers and camps should receive regular education in the implementation of universal precautions and infection control procedures to prevent transmission of infectious diseases, including HIV.

Linkages between primary health care and substance abuse treatment providers:
There is a need to increase primary health care providers’ awareness of potential substance abuse issues facing clients, as well as to facilitate referrals by providers to substance abuse treatment centers.

Transition of incarcerated individuals to HIV service programs:
The necessity of consistent and uninterrupted antiretroviral therapy poses unique obstacles to persons released from correctional facilities with only a few days’ supply of medication.  Collaborative efforts are needed between state and federal facilities and statewide and regional HIV service providers to ensure the smoothest possible transition.

Related issues

HIV named reporting:
The Centers for Disease Control and Prevention advocate a national HIV named reporting system, as opposed to the current AIDS-only system.  Since AIDS statistics are used as the basis for RWCA funding formula allocations, and since the success of the new treatment protocols will likely result in fewer individuals progressing to AIDS, states which are most successful in maintaining the health of their HIV clients stand to lose funding.  It seems reasonable to assume that should HIV named reporting be implemented nationwide, formula funding would switch to both HIV- and AIDS-based allocations.  Yet, for states like Kentucky where HIV named reporting is forbidden by Kentucky statutes, this present a dilemma which will need to be addressed legislatively.

HIV Non-Occupational Postexposure Prophylaxis (HIV NOPEP):
Since the guidelines regarding occupational HIV PEP were released by the CDC in June 1996, it was only a matter of time before the issue of HIV Non-Occupational Postexposure Prophylaxis (NOPEP) would arise.  The Kentucky HIV/AIDS Program has fielded several inquiries as to whether our ADAP covers NOPEP cases, which it does not.  As more information becomes available through ongoing studies (and as the results become more publicized), it is likely that demand for access to the antiretroviral medications will increase.  This is particularly true in cases of incest, rape, and other forms of sexual assault, which may present the possibility of HIV transmission, but also extends to consensual sex.

Involvement of persons living with HIV in program development:
There is usually a fluctuation in the involvement of persons living with HIV based on the type of program, meeting location, other competing committees or programs needling PLWH representation, and the health and availability of the PLWHs themselves.  In addition, education regarding the specific program areas (such as prescription drugs or housing programs) can be overwhelming, due to the complexity of the issues or the technical information which must be absorbed.  In the past, programs tended to rely on people on disability, due to their increased availability, but this is likely to change as treatments allow PLWHs to return to work.  Rather than rely on traditional meetings, more varied venues need to be explored, such as surveys, focus groups, data collection, teleconferencing, and the Internet.

Lessening of public attention on HIV:
Fewer and fewer news stories are devoted to HIV-related issues and most of those have focused on the success of new treatments.  The result could be that the general population no longer considers HIV to be a crucial issue, affecting not only funding for HIV services, but also prevention efforts.

Primary HIV prevention:
Prevention specialists across the U.S. are concerned that the positive publicity surrounding protease inhibitors have reduced the emphasis on primary prevention.  It is also becoming clear, through increased STD’s among MSM’s, and increasing numbers of HIV-infected heterosexuals, particularly women, that prevention is not succeeding as well as it could.  The challenge we face, in light of all other challenges presented in this SCSN, is learning how to create more effective collaboration between primary prevention and service programs, and how to incorporate prevention education into our case management programs without diminishing other vital services availability.

Rural HIV issues:
As HIV disease continues to make inroads into rural Kentucky counties, the lack of resources in these areas is particularly evident.  Currently, there are no Infectious Disease specialists practicing west of Bowling Green, forcing Western Kentucky residents to travel to urban areas like Louisville, or to out-of-state treatment centers in Illinois, Indiana, and Tennessee.  There are also fewer housing resources, substance abuse and mental health treatment facilities, along with a greater sense of isolation.  HIV-related CBO’s have been hampered in their efforts to establish and maintain necessary services with minimal financial resources and coverage areas which include as many as 30 counties.

Future SCSN activities:
The Statewide Coordinated Statement of Need will change as information from the Resources Inventory project is finalized.  Beyond that, however, there are other projects planned for the coming year which will enable us to identify more objective data to determine goals and evaluate our effectiveness in meeting those goals.  As we discussed in the section on Information collection, analysis and distribution, there are several areas of data management that need more development.  During the next year, our plan is to work on the following specific projects, as a means of improving the SCSN process:

Finalization of the HIV CaseManager software:
This software was developed to improve the consistency and efficiency of the reporting HIV Care Coordinators are required to do on client enrollment, encounters and service provision.  Unlike the HIV/AIDS Surveillance data, this dataset will contain socio-economic data regarding clients, which will enable us to better understand the financial status of most clients entering the program.  Having this baseline information, both regionally and statewide, will help us project future program needs.

Updated statewide needs assessment:
Much has changed since 1996 when the first needs assessment was published.  Most notably, the introduction of protease inhibitors and NNRTI’s has probably changed the prioritization of services such as nursing home and hospice care for both clients and case managers.  We expect to conduct an updated needs assessment in the fall of 1998 to better inform our planning processes.

SCSN mailing list

HIV community-based organizations:

Eastern area:

· Kentucky Association of People Living with AIDS

Lexington area:
· HIV/AIDS Ministry Team

· AIDS Volunteers

· Micro-City Government

· Prevention Education on AIDS in Kentucky

· Robert H. Williams Cultural Center

Louisville area:
· AIDS Interfaith Ministries

· AIDS Services Center Coalition & Louisville AIDS Walk

· American Red Cross

· Community Health Trust

· HIV/AIDS Legal Project

· House of Ruth

· Kentuckiana Hemophilia Foundation

· Kentuckiana People With AIDS Coalition

· Louisville-Jefferson County Minority AIDS Council

· LifePerserver Educational Services, Inc.

· National Council of Negro Women

· Prevention and Education on AIDS in Kentucky

· Watson Memorial Baptist Church

· WINGS Clinic

Northern area:
· AIDS Volunteers of Northern Kentucky

· Northern Kentucky AIDS Consortium

Western area:
· Community Action Council

· Heartland CARES, Inc.

· HIV/AIDS Taskforce

· KIPWAC, Paducah

· Paducah CARES, Inc.

· Pennyroyal AIDS Support

Health departments:
· Copies of the SCSN were sent to the HIV/AIDS contact persons for all 120 Kentucky counties.  A list of these contacts is available upon request.

HIV Care Coordinators:
· Copies of the SCSN were sent to all 12 HIV Care Coordinators, and their supervisors.

HIV specialists:
· Copies of the SCSN were sent to 15 HIV specialists treating the highest number of HIV+ patients.

HIV Prevention Community Planning Group:
· Copies of the SCSN were sent to all CPG members by the HIV Prevention Coordinator.

HOPWA Advisory Committee members:
Note: Only organizations not listed on the CBO list above were included below.
· Jefferson County Community Development

· Hospice of the Bluegrass

· HPCCM

· Kentucky Housing Corporation

· Lifeskills

· Mountain Community Hospice

· New Directions Housing Authority

· Paducah Housing Authority

· Transitions, Inc.

· Volunteers of America of Kentucky

Ryan White CARE Act Title III Planning Grant recipient:
· Heartland CARES, Inc.

Ryan White CARE Act Title III EIS Grant applicant:
· University of Louisville School of Medicine

Ryan White CARE Act AIDS Training and Education Center grant recipient:
· KATEC

Ryan White CARE Act Dental Reimbursement recipients:
· University of Kentucky Dental School

· University of Louisville Dental School

State Government agencies:
· Department for Public Health

· Kentucky HIV/AIDS Programs

· Communicable Disease Branch

· Health & Welfare Committee of the Legislative Research Commission

Glossary of terms

CDC

HRSA

RWCA

HOPWA

KADAP

Insurance

HCCP

PWA

PLWH

1996 Needs Assessment

Resources Inventory

Healthy People 2010

KY Health Improvement Plan

RWCA Evaluation Questions

Prenatal Testing Study

Ryan White CARE Act eligible services

Ambulatory/outpatient medical care:
Provision of professional diagnostic and therapeutic services rendered by a physician, physician’s assistant, clinical nurse specialist, or nurse practitioner in an outpatient, community-based, and/or office-based setting.  This includes diagnostic testing, early intervention and risk assessment, preventative care and screening, practitioner examination, medical history taking, diagnosis and treatment of common physical and mental conditions, prescribing and managing medication therapy, care of minor injuries, education and counseling on health and nutritional issues, minor surgery and assisting at surgery, well-baby care, continuing care and management of chronic conditions, and referral to and provision of specialty care.

Case management:
A range of client-centered services that links clients with health care, psychosocial and other services to insure timely, coordinated access to medically appropriate levels of health and support services, continuity of care, ongoing needs assessment of the client’s and other family members’ needs and personal support systems, and inpatient case management services that prevent unnecessary hospitalization or that expedite discharge, as medically appropriate, from inpatient facilities.  Key activities include comprehensive assessment of the client’s needs and personal support systems; development of a comprehensive, individualized service plan; coordination of the services required to implement the plan; client monitoring to assess the efficacy of the plan; and periodic re-evaluation and revision of the plan as necessary over the life of the client.  May include client-specific advocacy and/or review of utilization of services.

Dental care:
Diagnostic, prophylactic and therapeutic services rendered by dentists, dental hygienists, and similar professional practitioners.

Drug reimbursement program:
Ongoing service/program to pay for approved pharmaceuticals/medications for persons with no other payment source.

· State-administered drug reimbursement program: Title II Care Act-funded and administered program or other state-funded drug reimbursement program, or

· Local/consortium drug reimbursement program: A program established, operated, and funded locally by a Title I EMA or a consortium to expand the number of covered medications available to low-income patients and/or to broaden eligibility beyond that established by a state-operated Title II or other state-funded drug reimbursement program.

Health insurance:
A program of financial assistance for eligible individuals with HIV disease to maintain a continuity of health insurance or receive medical benefits under a health insurance program, including risk pools.

Home health care:
Therapeutic, nursing, supportive and/or compensatory health services provided by a licensed/certified home health agency in a home/residential setting in accordance with a written, individualized plan of care established by a case management team that includes appropriate health care professionals.  Component services are defined separately below:

· Para-professional care: Homemaker, home health aide, and personal/attendant care;

· Professional care: Routine and skilled nursing, mental health, developmental, and rehabilitation services;

· Specialized care: Intravenous and aerosolized medication treatments, diagnostic testing, parenteral feedings and other high-technology services;

· Durable medical equipment: Prosthetics, devices, and equipment used by clients in a home/residential setting (e.g., wheelchairs, inhalation therapy equipment, or hospital beds).

Hospice services:
· Home-based hospice care: Nursing care, counseling, physician services, and palliative therapeutics provided by a hospice program to patients in the terminal stages of illness in their home setting;

· Residential hospice care: Room, board, nursing care, counseling, physician services, and palliative therapeutics provided to patients in the terminal stages of illness in a residential setting, including a non-acute care section of a hospital that has been designated and staffed to provide hospice services for terminal patients.

Mental health therapy/counseling:
Psychological and psychiatric treatment and counseling services, including individual and group counseling provided by a mental health professional licensed or authorized within the state, psychiatrists, psychologists, clinical nurse specialists, social workers, and counselors.

Nutritional services:
Provision of nutrition education and/or counseling which should be reported as a part of, or sub-category of, Counseling (Other).  Provision of food, meals, or nutritional supplements should be reported as a part of, or sub-category of, Food Bank/Home-Delivered Meals/Nutritional Supplements.

Rehabilitation care:
Services provided by a licensed or authorized professional in accordance with an individualized plan of care which is intended to improve or maintain a client’s quality of life and optimal capacity for self-care.  This definition includes physical therapy, speech pathology, and low-vision training services.

Substance abuse treatment/counseling:
Provision of treatment and/or counseling to address substance abuse (including alcohol) problems in an outpatient or residential health services setting.

Support services:
· Adoption/foster care assistance (permanency planning): Assistance in placing children younger than 20 in temporary (foster care) or permanent (adoption) homes because their parents have died or are unable to care for them due to HIV-related illness.

· Buddy/companion services: Activities provided by peers or volunteers to assist a client in performing household or personal tasks.  Buddies also provide mental and social support to combat loneliness and isolation.

· Client advocacy: Assessment of individual need, provision of advice and assistance obtaining medical, social, community, legal, financial, and other needed services.  Advocacy does not involve coordination and follow-up on medical treatments.

· Counseling (other): Individual and/or group counseling, other than mental health counseling provided to clients, family, and/or friends by non-licensed counselors.  May include psychosocial providers, peer counseling/support group services, caregiver support/bereavement counseling, drop-in counseling, benefits counseling, and/or nutritional counseling, or education.

· Day or respite care: Home- or community-based medical assistance designed to relieve the primary caregiver responsible for providing day-to-day care of client or client’s child.

· Direct emergency financial assistance: Provision of short-term payments to agencies, or establishment of voucher programs to assist with emergency expenses related to food, housing, rent, utilities, medications, or other critical needs.

· Food bank/home-delivered meals/nutritional supplements: Provision of food, meals, or nutritional supplements.  Not nutritional education and counseling which is reported under the category, Counseling (other).

· Health education/risk reduction: 1) Provision of information, including information dissemination about medical and psychosocial support services and counseling or 2) preparation/distribution of materials in the context of medical and psychosocial support services to educate clients with HIV about methods to reduce the spread of HIV.

· Housing assistance/housing-related services: This includes assistance in locating and obtaining suitable, ongoing or transitional shelter; costs associated with finding a residence and/or subsidized rent; and residential housing services, which are the provision of housing assistance in a group home setting.

· Outreach: Programs which have their principal purpose identifying people with HIV disease so that they may become aware of and may be enrolled in care and treatment services, not HIV counseling and testing nor HIV prevention education.  Outreach programs must be planned and delivered in coordination with local HIV prevention outreach programs to avoid duplication of effort, be targeted to populations known through local epidemiologic data to be at disproportionate risk for HIV infection, be conducted at times and in places where there is a high probability that HIV-infected individuals will be reached, and be designed with quantified program reporting that will accommodate local effectiveness evaluation.

· Referral: The act of directing a person to a service in person or through telephone, written, or other type of communication.  Referral may be made formally from one clinical provider to another, within a case management system by professional case managers, or informally through support staff.

· Transportation: Conveyance services provided to a client in order to access health care or psychosocial support services.  May be provided routinely or on an emergency basis.

· Other support services: Direct support services not listed above, such as translation/interpretation services.

HIV testing and new treatments:

Importance of HIV testing and treatment outcomes:
Early in the HIV epidemic, before antiretroviral treatment became available, HIV antibody testing was viewed as much as a prevention strategy as a diagnostic procedure.  However, with the approval of AZT in 1987, and the range of both RT and protease inhibitors made available since then, knowledge of one’s HIV status has more relevance.  Also, improved opportunistic infection prophylaxis and treatment predated antiretroviral therapy in improving survival times of those diagnosed with AIDS.

It is estimated that as many as one-third of those infected with HIV do not know they are infected.  Early

· Address the numbers of persons who don’t know their HIV status or learn their status when diagnosed with an OI.
· Referral rates to ID docs and HCCP.

HIV/AIDS Branch FY 1998-99 Action Plan for HIV Services

Goals and strategies:
The Kentucky Department for Public Health, HIV/AIDS Branch, will protect, promote, and monitor the improvement of the health of the public.
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