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Title:   ‘8 in 8’ Campaign – S.C. HIV/AIDS Care Crisis Task Force Advocacy to Increase State Funds for HIV Treatment and Care in South Carolina

Abstract:  The purpose of this project is to coordinate and lead a newly created 'S.C. HIV/AIDS Care Crisis Task Force to advocate for $8 million new state funds in FY 08 for HIV treatment and care services.  The Task Force formed in 2006 due to a significant shortage of funds for HIV treatment causing the state health department to form a wait list for life-saving medications. The Task Force includes over 50 members from across the state representing HIV medical providers, public health, community advocates, consumers, media and the pharmaceutical industry.  An advocacy plan was designed in November 2006 in preparation of the S.C. legislative session beginning in January 2007.  Advocacy methods included calls/meetings with legislators, multiple media stories, development of various Fact Sheets articulating the problem and need for increased funds, a Press Conference held at the State House, and a legislative breakfast.  In May 2007, the legislature approved $4 million new funds in the FY08 budget for the HIV treatment services, significantly more than the previous amount of $500,000.

A 3-member team led the Task Force advocacy efforts: a state legislator, an HIV/AIDS community advocate, and myself, representing the state department of public health.  This project provided me with several leadership opportunities including 1) sharpening my communication skills around how to tell our story to the media, developing a clear vision, and compelling, easy-to- understand descriptions of why more funds were needed and how it would make a difference to the state, and 2) serving on the coalition’s leadership team to provide strategic planning and help build and sustain a coalition formed to address a significant crisis facing persons living with HIV.  

Introduction/Background

HIV drug therapy has increased both the life-expectancy and cost of care for persons living with HIV.  AIDS Drug Assistance Programs (ADAP) provide life-saving HIV medications to low-income persons with HIV/AIDS.  Each state operates an ADAP largely funded with federal funds, supplemented with state funding.  Federal funding for ADAPs have not kept pace with the demand for medications. As a result, many ADAP programs across the country face budget shortfalls.    In April 2006, the S.C. Department of Health and Environmental Control (DHEC) projected a $3 million shortfall for the S.C. ADAP program. To ensure ADAP did not run out of funds to serve currently enrolled patients, DHEC was forced to create a wait list and other cost-containment strategies in June 2006.  In addition to ADAP shortfalls, DHEC received $1 million less in federal funds for its contractors that provide HIV care services, yet the number of patients served increased by 25% from 2002 - 2006.   S.C. only contributed $500,000 of state funds for ADAP, far less than other southern states such as N.C. ($12 M), Alabama ($5 M), GA ($11M).   

A state legislator, Representative Joseph Neal who has been a long time champion for health disparities and HIV, requested to meet with public health officials along with community providers in the Columbia area who were reeling over the loss of funds.  Hearing the impact of the cuts for patients and the need to create a wait list for ADAP, he said, “This is unacceptable.  We need to get more state funds for care; I’m willing to fight for these dollars but I can’t do it alone.  I need your help; I need DHEC to take a stand, and I need to hear from the AIDS community what their needs are so I can best advocate for more funds.”   

As a result of this meeting, Dr. Bambi Gaddist – Executive Director of the S.C. HIV/AIDS Council, a statewide community organization, organized HIV/AIDS care providers, consumers and pharmaceutical industry partners to meet around the crisis, and led by Representative Neal, the S.C. HIV/AIDS Care Crisis Task Force was formed.  In October 2006, a 2-day strategic planning was held led by community advocates from Alabama which successfully implemented an advocacy effort in 2005 resulting in a $5 M appropriate for their ADAP.   The Task Force agreed to support DHEC’s FY08 budget request of $5 million for ADAP, and to advocate for an additional $3 million for care services. An advocacy plan was developed to be implemented during January – May 2007, when S.C.’s legislative session and budget appropriation process occurs.

By November 2006, S.C. had the largest ADAP wait list in the country (over 200 persons) and predicted 600 persons would be on the list by June 2007 if additional funds were not received.  A crisis was looming: local service providers revealed that 3 persons on the wait list had died.  This information was ‘spread’ to regional and national advocates.  The state public health department was faced with a decision to publicly confirm this information or not.   After obtaining input from Task Force members and Representative Neal, the health department decided to confirm that 3 persons had died while on the wait list for the program (note: subsequently a 4th person died). The consequences of this decision were that the health department – and state leaders - would be in the ‘hot seat’ for several months, by both local media and by national advocacy groups who would use our state as an example for obtaining increased federal funds.   National advocates staged a demonstration in Columbia aimed at the Governor, legislators and the Commissioner of the Health Department to ‘push’ for short and long term action (funding).  

Project Description, Objectives, Methodology

Overall Project Goals: 

1) Ensure early access to HIV care and treatment for all persons with HIV disease in South Carolina.  

2) Reduce the economic costs of HIV to the state of South Carolina

FY08 Objective:

Obtain $8 million recurring state funds to ensure ready access to HIV treatment and care services ($5 million for ADAP, $3 million for care services). 

Methods/Strategies:

The primary method to achieve our objective was to conduct a comprehensive, unified statewide advocacy initiative to educate S.C. lawmakers on the need to appropriate state funds for HIV treatment and care services.   An economic analysis conducted by a S.C. physician and HIV care provider, indicated that the HIV epidemic cost our state more than $6 billion in direct medical costs and fore-gone earnings in 2002.  Representative Neal charged the Task Force with the need to present arguments to legislators that HIV costs our state billions of dollars and investing in early HIV treatment and care makes good business sense for S.C.    He also stressed the need for all Task Force members to be united and consistent with our messages to avoid controversy and jeopardize efforts to secure increased state funds.   

Based on these foundational principles, the Task Force developed a strategic plan to conduct a series of activities between January – May 2007.   Key strategies included:

· Development of several Fact Sheets to describe the problem, need for funds, benefits of investing state funds, success stories, etc.   See attachment zip file.
· Media Advocacy including having a health reporter as a Task Force member, numerous print and TV interviews, newspaper editorials.  
· Scheduled visits by Task Force members to their respective elected officials to make them aware of our ‘crisis’ and ask for their support for increased funds

· Personal letters by Task Force members to legislators incorporating key messages/facts from Fact Sheets
· Press Conference at the State House held in February 2007 with Task Force leaders, consumers speaking on the crisis and need for funds.

· Resolutions from professional organizations (SC Medical Association, SC Public Health Association)

· Legislative Breakfast – May 2007 held in the state House of Representatives office building; over 40 legislators attended. 

Results
There is a happy ending to this story: the result of all community and media advocacy efforts was the state legislature appropriated $4 million ($3 million recurring and $1 million non-recurring) funds for ADAP.  This is the most state funds ever received for HIV care in our state, a significant increase over the $500,000 previously available.   The increased funding allowed DHEC to eliminate the ADAP waitlist entirely in September 2007 and to restore some additional federal funds to its contractors for care and support  services.  See attached 9.22.07 article in The State about the end of our wait list
The most significant challenges I faced centered on responding to the media.  Numerous local, national and international print and TV media stories covered South Carolina’s ADAP crisis from July 2006 – June 2007.   Each phase of these ‘stories’ required strategic decisions by the health department and key community partners.  Stories focused on the health and economic benefits of HIV medications, struggles consumers face accessing their medications, efforts by advocates to obtain more state funds, and socio-political barriers to get support.   My formal mentor, Jerry Gibson, provided on-going support and guidance.  He helped me think through several responses to questions and decisions.  His ability to think quickly and with concise responses to questions such as ‘Do you think this is a public health emergency?’, or the N.Y. Times reporter pushing for me to reveal information about the persons who died and whether they were on medications or not, helped me provide better responses.

Conclusion
The crisis brought together a wide-range of partners representing medical practices, community organizations, media, industry, and consumers.  Most were already active in HIV service provision, but some became involved for the first time such as an oncologist from Greenville who wrote a resolution in support of the increased state funds for the Greenville Medical Society, later adopted by the SC Medical Society.  Our media representative on the Task Force, Czerne Reid- the health reporter for The State newspaper in Columbia, was nominated and selected for a 6-month Kaiser Family Foundation media fellowship to continue to work on HIV stories in S.C. for 2007-2008. 

We did not achieve the full amount of funding needed or requested to ensure ready access to ADAP and treatment.  No funding was appropriated for HIV care, and we only got $3 M of the $5 M recurring request for ADAP.  More shortfalls are likely in 2008/2009.  The Task Force is now planning its FY09 objectives and strategies.  These include: 
1. Expand Task Force participation to include other strategic stakeholders such as hospitals and Medicaid representatives. 

2. Obtain $5.4 recurring state funds for HIV treatment and care ($2.4 M for ADAP, $3 M for services). 

The Task Force is continuing to meet monthly to develop its advocacy activities.  This includes sending thank you letters to legislators for their support this past year, follow up meetings with legislators who did not vote in support of full funding, recruiting hospitals and other strategic messengers to help deliver our message.    Task Force leaders Representative Neal and Bambi Gaddist would like to also expand the advocacy efforts  to integrate HIV needs with other health disparities facing many South Carolina communities.

Leadership Development  

My role was to provide public health leadership to the Task Force which was spear-headed by state representative Joe Neal and coordinated by a key partner, Bambi Gaddist, executive director of the SC HIV/AIDS Council.   Examples of the leadership activities I provided include:
· Led strategic thinking about media responses, e.g. deaths, demonstration.
· Led articulation of advocacy message by researching the range of health data and articles on effectiveness of early HIV treatment and developing Fact Sheets for review/input by Task Force members.

· Served as the ‘public health voice’ responding to questions from legislators, Governor’s Office and other leaders, such as why do we need these funds and what will the benefit be?

· Spoke at Press Conference to describe our ADAP crisis and need for more funds.
· Assisted Bambi Gaddist, the community liaison, in planning monthly Task Force meeting agendas, and communicating our goal/vision to local and national organizations.
· Provided an opportunity to share SC’s ADAP story for a national video documenting ADAP issues, developed by and posted on Kaiser Family Foundation’s website.   Spoke in that video about DHEC’s decision to institute a wait list.

This project provided numerous, varied opportunities to enhance my leadership skills around communication – being clear, providing a vision.  At our December SEPHLI retreat there were two key concepts shared that helped me.  The first was Dr. Baker’s message ‘conversations vs presentations’ is a better mode of leadership style. Telling stories, sharing experiences that help people understand and care about our issue is how I tried to use Dr. Baker’s message. The second, was Lisa Harrison’s sharing of Steven Covey’s principle “begin with the end in mind”.   I kept this principle ‘in mind’ often, such as planning remarks for the Press Conference, providing updates to our Commissioner and other leaders about this issue, planning media talking points prior to an interview, etc. 
Working on the Task Force’s leadership team with Representative Neal and Bambi Gaddist provided me with additional mentors and role models for  effective leadership traits and characteristics that each displayed.   Representative Neal demonstrated courage, commitment, passion for this issue.  He took a stand in the legislature advocating for more funds for HIV, when some of his colleagues couldn’t  or wouldn’t say the word “HIV/AIDS”.  He may have lost some political ‘points’ as a result.   Bambi Gaddist provided amazing energy and skill in building and focusing Task Force members.  Bambi spoke at the agency budget request hearing, provided countless communications and coordinated meetings to keep the energy /motivate members to contact their legislators.  She made things happen, such as organizing  advocacy training for Task Force members, the Press Conference and Legislative breakfast, etc.   I was honored to work with them both.   

While not necessary to our cause, our work was recognized by others and we received very thoughtful and much appreciated words and acts of appreciation.  For example, one of our industry partners wrote Bambi and I after the state budget was passed: 

“Lynda and Bambi ‑‑ Congratulations and what remarkable stewards you both are of the responsibilities taken on during your recent challenge.  While I can hear you both say, "you do what you have to do," believe me when I say that not everyone steps forward at all, let alone what the two of you did.  Leadership rarely gets modeled so exquisitely ‑ you both were politically aware, had the right players in place at all times, took calculated risks taken given the circumstances, and solved challenges with a deft hand and apparent ease.  Just darn impressive ‑ and yes the outcome is just incredible and unimaginable if you look at where you started ‑ but it was the quality of the effort from the two of you that is equally impressive.  I'm proud to know you and watch the magic you have spun.  Congratulations, and wow what you've done for the people of your state.  Thanks for taking those many steps, using those sleepless hours so well, and for including all of us along for the ride.  Be well, have a great 4th of July, get some rest, and blessings to you both.

             With great admiration ‑ Randy.”

Finally, at the S.C. Annual STD/HIV Conference in October 2007, Representative Neal, Bambi Gaddist and I received a leadership award for excellence in HIV care and treatment services and our work with the S.C. HIV/AIDS Care Crisis Task Force. (See photo below!)
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