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Today I am again working with people living with HIV and AIDS. In the late 
1980’s as a social worker for the Visiting Nurse Association in New Haven, 
Connecticut I encountered my first AIDS cases. Little was known about the 
disease at the time except that when diagnosed it was a death sentence. 
Between then and now I have worked both in the mental health and 
substance abuse fields. Recently, I returned to work with HIV/AIDS individuals 
who are now able to live an almost normal life. When I first heard the oral 
history of this agency, AH of Monroe County, and spoke with staff, I was struck 
by the passion and the commitment of each member, from the CEO, the 
staff and the volunteers alike. 

The compassion, the community’s willingness to care, the spirit, was infectious 
and it was somehow extremely important to me to become a part of it. 
This was what motivated this project. Today, there is a new generation of 
people living with AIDS that has little or no memory of what it was like in the 
beginning; there is a need to document how a community took care of itself 
when government agencies were reluctant to be involved. 

Sadly, some of the movers and shakers of the early years are no longer with 
us, but I am greatly appreciative of and indebted to those who remain and 
shared their memories, feelings and photographs. 

Thank you.

Dr. Michael Hayes

Thirty Years of Caring: AIDS Help at 30
Foreword
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Introduction
 Throughout history there have been events that have caused geographic 
devastation to people, cities and countries. Some, such as war, were the grim 
consequence of human choice. Many have been geological in origin such 
as volcanic eruptions like Krakatoa and Vesuvius. Still others were medical, 
like the Bubonic Plague.

 More recently, not only have we experienced global war and catastrophe, 
but we also have had to contend with the AIDS virus. From the beginning, 
this disease was an unknown entity wrapped in ignorance. There was little 
information about the virus and how to treat it. Hope was in short supply. A 
lack of knowledge paired with a lack of acknowledgement from the Federal 
Government contributed to its spread.  

 The first official documentation of the AIDS virus that appeared in 
the United States was reported by the US Center for Disease Control and 
Prevention (CDC) on June 5, 1981. The report was titled “Pneumocystis 
Pneumonia – Los Angeles” and it detailed five cases of young gay men who 
had been hospitalized with PCP, cytomegalovirus and disseminated candida 
infections.1 

 Until then, Pneumocystis Pneumonia had only been found in individuals 
with seriously compromised immune systems, while Kaposi Sarcoma had 
generally affected elderly men of Mediterranean and Jewish decent as 
well as young African males. In addition to the CDC report citing West Coast 
cases, on the East Coast, similar cases were reported in New York City. All of 
the cases had two things in common: the men had been relatively healthy 
and they were all gay.

 Within a month of the CDC article, the New York Times reported that a 
total of 41 homosexual men had been diagnosed with Kaposi’s sarcoma and 
eight had died within 24 months subsequent to being diagnosed.2 By the end 
of 1981 five to six new cases were being reported weekly.3 

 By 1982 the illness had become known by several names: GRID (gay-
related immune deficiency), ‘gay cancer’, ‘community-acquired immune 
dysfunction’ and ‘gay compromised syndrome’.4

 That same year, in June, 355 cases had been reported by the CDC5 
from twenty different states and the reports included a small number of 
heterosexual men and women; more than half were identified as intravenous 
drug users. 

 The next month, at a July conference in Washington, D.C., the acronym 
AIDS (Acquired Immune Deficiency Syndrome) was suggested and adopted.6 
By September, the CDC used the term for the first time when it reported that 
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an average of one to two cases were diagnosed daily in the United States.7

 The first two cases of AIDS in women were documented by the CDC in 
the following year, in 1983. Both had acquired the HIV virus through having 
sex with intravenous drug users. 

 The American government, initially, did not recognize AIDS as a problem. 
In a press briefing at the White House in 1982, a journalist asked a spokesperson 
for President Ronald Reagan “…does the President have any reaction to 
the announcement – the Center for Disease Control in Atlanta, that AIDS is 
now an epidemic and have over 600 cases?” The spokesperson’s response: 
“What is AIDS?”8 To a question about whether the President or anyone in the 
White House knew about the epidemic, the spokesperson replied, “I don’t 
think so”.9

 By the end of 1983 the number of AIDS diagnoses reported in the United 
States had risen to 3,064. Of those, 1,292 had died.10

 President Reagan refused to advocate for safe sex and/or condom use, 
choosing instead to press for a ban on HIV positive immigrants entering the 
country and sexual abstinence as the keys to preventing the epidemic.11  

 It was a systematic failure. The government’s unwillingness to respond 
to the rapidly growing number of reported diagnoses and deaths created 
a dark void which, in retrospect, forged the iron will of gay communities in 
the most affected areas to undertake their own programs of prevention. Two 
of those were The Kaposi’s Sarcoma Research and Education Foundation 
in San Francisco (later renamed the San Francisco AIDS Foundation) and, in 
New York City, the Gay Men’s Health Crisis (GMHC). 

 In 1982 the GMHC distributed 50,000 free copies of its first newsletter to 
doctors, hospitals, clinics and the Library of Congress.12

 Almost five years after the CDC’s recognition of the epidemic, the Federal 
Government began to acknowledge its proportions. The government’s 
response appeared to change from cataloging the number and types of 
people living with, and/or dying from the virus, to addressing the medical 
issues of prevention and treatment. 

 In 1985 the United States Government licensed five pharmaceutical 
companies to develop a blood test for identifying the antibodies of HIV. The 
test was made commercially available in March13 and soon used in a number 
of blood transfusion centers14, 73 cases of hemophilia-associated AIDS had 
already been reported.15 It was estimated that in 1986, more than half of all 
hemophiliacs in the United States had become infected with the AIDS virus.16  

 On the 17th of September, 1985, Present Reagan publicly uttered 
the acronym AIDS for the first time when asked about funding at a press 
conference. The following month, on October 3, 1985, Rock Hudson, an 
acting peer and casual Hollywood acquaintance of the Reagans, died of 
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AIDS. He was the first public figure acknowledged to have died from an AIDS-
related illness.17 

The AIDS Memorial Quilt an enormous handmade 
quilt (it weighs 54 tons) is comprised of multiple panels 
sewn by  friends and relatives to celebrate the lives 
of people who have died of AIDS-related causes.  
The panel above honors Rock Hudson, the first public 
figure to have died from an AIDS-related illness.

      

 The Surgeon General’s Report on AIDS, published in 1986, was the 
government’s first major statement on what the nation should do to prevent 
the spread of AIDS. The “unusually explicit” report urged parents and schools 
to start “frank, open discussions” about AIDS.18 
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AIDS HELP: The History  

      

“Looking back at my three 
decades doing HIV/AIDS work 
I can honestly say that the first 
15 years was pretty “tough”  
(bad) as I witnessed a great 
many persons suffering and 
dying with this disease. The last 
15 years has been pretty good, 
with remarkable advances in 
treatment of HIV. HIV is now 
treated as a chronic illness and 
patients typically live a nearly 
normal life-span. I am proud 
of our programs here in the 
Florida  Keys, which are widely 
considered among the best in 
the country. As I begin to phase 
out of some of the clinical 
work seeing patients, I hope  
and pray that this progress will 
continue.”   

Mark Whiteside, MD

       

             

 With its long tradition as one of the most accepting of communities in 
the country, Key West by the early 1980’s had a large gay population. Along 
with the existing population there was an influx of people with AIDS-related 
illnesses. Some were told by their doctors that treatment was available in Key 
West and they should go there for treatment, while others came to die. The 
AIDS epidemic hit the community hard. It is no understatement to say that 
the gay population was devastated. In 1983, it is estimated that almost 50% of 
the gay population living in Key West died from AIDS19.  On the AIDS Memorial 
in Key West, there are over a 1,000 names of gay men who died from the 
illness.20
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From the AIDS Memorial, courtesy of Virginia Harden

“We were having so 
many young men 
sicken and die so 
quickly,…What                        
amazed me was 
that county social 
services organizations 
were shirking their 
responsibilities…The 
hospital chaplain at one 

of of the local churches                 
wouldn’t visit the local 
people who got sick 
and died quickly. Some 
people went into the 
hospital and never 
came out,” Rev. Steven 
Torrence.21  

 Monroe County started keeping records of AIDS cases in 1982. By 1988, 
the County had 121 cases of AIDS per 100,000 people. According to the 
federal Centers for Disease Control in Atlanta, during this same period, San 
Francisco had 102 cases per 100,000, New York City had 63 cases per 100,000 
and the greater Miami area had 45 cases per 100,000.22 

 In Key West, as the epidemic became a pandemic, Hospice, the 
Visiting Nurse Association and a few individuals voluntarily began to help 
comfort the sick and secure dignity for the dying. The feeling was that, with 
the government’s reluctant response, the community had to respond. The 
motivation was compassion and need; it was done without compensation. 
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AIDS Consortium headed by Dr. Larry Seigel.

“AIDS patients who were clearly dying were told by their 
physicians to move to Key West for their last days,” Torrence said. 
“People knew that once you got there, we would take care of 
them. People were living out their last days coming down here 
because we didn’t shun them. A lot of people were coming in and 
our resources were so stretched,” he said of the early days. “We 
were having so many young men sicken and die so quickly,” said 
Torrence. Torrence estimated that he presided over 500 funerals of 
friends, parishioners and neighbors.23 

Jerry Frantz 
and patient
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 Jerry Frantz exemplified this spirit, the love and the commitment that was, 
and still is, the basis of the passion which motivated the people to start AIDS 
Help. He was instrumental in founding Metropolitan Community Church in 
Key West and in convincing the Reverend Steven Torrence to accept the 
position as pastor in August 1985; Reverend Torrence was one of the founding 
people of AIDS Help. Prior to AIDS Help, there was the AIDS Educational 
Project started by Jerry and the Lambda Volunteers. He was also was one of 
the first people to actively befriend and be “a Buddy” to people living with 
and dying from AIDS in Key West. 

 Jerry provided spiritual and emotional support, cooked meals, did laundry 
and assisted in obtaining food stamps, SSI and Medicaid. He was a volunteer 
who provided dependable companionship to those in need.  

“In 1986 I started helping friends in the 
beginning of the AIDS  infections. My 3 best 
friends were ill. One died in ’86…I believe I was 
volunteer #1”        

Wesley Calvin, another original volunteer

“We were very passionate and wanted to do 
something; we didn’t know what to do or what 
would happen, so we raised money for rents 
and doctors.”

A White Glove Girl, a member of an early 
fundraising group.

 In early 1986 the numbers of people ill and dying from the AIDS virus 
was overwhelming and resources were stretched thin. A small group of 
compassionate citizens met on the back porch of Ed Seebol’s home in Key 
West. Their focus was on the increasing number of AIDS cases, the growing 
number of local deaths and how best they could respond to the crisis. 
Acknowledging the swell of public fear, warnings of economic meltdown 
and increasingly desperate calls for help, this core group mobilized to provide 
some social, economic, and spiritual assistance to the suffering and dying; 
initially funding their efforts themselves.

 The group incorporated on February 20, 1986 as AIDS Help with five 
individuals making up the original Board of Directors. Several committees were 
formed to assist the Board in carrying out the Agency’s mission: fundraising, 
residential housing, and grant-writing.    
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“The object, general purpose and nature of this corporation 
shall be to establish and maintain in Monroe County, 
Florida, a corporation that will provide financial assistance, 
as needed, directly to persons who have Acquired Immune 
Deficiency Syndrome Disease (AIDS)……

AIDS Help, Inc., Articles of Incorporation, February 20, 1986
      

The mission statement read:

AIDS Help a non-profit community-based organization, 
provides case-managed health care, affordable housing 
and housing assistance, food, counseling, referral and 
support services for HIV-infected residents of the Florida 
Keys. The agency also conducts health education and HIV 
risk reduction outreach programs aimed at reducing the 
impact of HIV infection throughout Monroe County, Florida. 

 From the beginning the Agency focused on four specific areas: providing 
care and treatment for people living with HIV and AIDS (PLWHAs), housing, 
prevention and research. These four areas have been redefined over the years 
by the changing client needs, pharmaceutical advancement, increased 
medical understanding of the AIDS virus, housing availability and the need 
to better comprehend client trends. These four concerns have remained the 
columns which compose the heart of the Agency’s mission.

 

1st AIDS Help Board Meeting with Al McCarthy
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 The new agency’s first official Board of Directors meeting was held on 
April 1, 1986. The agenda consisted of the approval of the Agency’s bylaws; 
the election of officers; the establishment of an Agency bank account and 
the application for “Tax-Free Donation Status” with the IRS.  In the following 
months criteria were established for determining “eligibility” of any person(s) 
living with AIDS who needed assistance. 

 Rosemary Farrel is still a Registered Nurse at Lower Keys Medical Center, 
formally Florida Keys Memorial Hospital and recalls those early days.  

“At first when I heard of AIDS Help all I knew was that 
St. Bede’s had donated a spot to help the AIDS victims.  
That was very nice, but how could all of them be 
helped was my question.  Since most of the patients I 
knew were here alone without family.”   

“Death was no stranger to me since I had worked in 
oncology in Philadelphia.  However, the trauma and 
the diseases to which the patients were succumbing 
were totally affecting the loved ones and the staff.  
The wasting syndrome was exhausting for the patient 
and the staff.  Not only the vomiting and diarrhea but 
the multiple other diseases that affected the brain 
were taking our friends, yes even our leaders, from 
us in numbers that were astounding. Kudos to the 
administration who called in a Psychologist to address 
the events that were happening with the staff.  Through 
the talking and tears we  survived and were able to 
continue our worth-while work.”                                                                                                   

 The above recollection summarizes the reality that the Agency faced. 
Within the first year the Agency funded medical treatment for People Living 
With HIV and AIDS, doctors were paid to come from Miami to provide treatment; 
case managers dealt with clients need for housing, rental assistance, food, 
nutritional supplements, information on prevention as well as other such issues 
as legal services for those who were extremely ill and had not made any 
formal arrangements concerning their care, their assets, physical property 
or their liabilities. The question of burial costs for those without family or plans 
was also an issue.  Monroe County agreed to pay for cremation services if the 
deceased had less than $750 in assets. 

 At the final Board meeting of the Agency’s first year in December, it was 
announced that the Agency had received its first grant from The Department 
of Health and Rehabilitative Services. The Board also discussed a plan to build 
a residential facility to house persons living with AIDS.     
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 The second year saw the discussion of the possibility of AHI obtaining 
and paying for PLWAs health insurance. The cost of AIDS care was rising 
dramatically and it was the consensus of all Board members that it would 
be of benefit to both Agency and clients if the clients had health insurance. 
Fundraising efforts continued to be of importance not only to pay for the 
services that were needed, but they were also important as an opportunity 
to communicate information about disease prevention. 

From the AIDS Memorial, courtesy of Virginia Harden

The White 
Glove Girls

“We were ahead of our times and did benefits to help our friends who were 
ill or just needed help with their rent or electric. Those days…there were no 
social services or AIDS Help.” 24

A member of The White Clove Girls
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 In addition to developing the ways and means to provide the immediately 
needed care, research has always been part of AHI’s DNA. During the 
first year, Dr. Jonikas, proposed to the Board of Directors a small research 
project. The study would include 35 AIDS cases that would receive a T-cell 
blood test and the Board approved the expense requested. That same 
year, a Risk Reduction Survey was conducted among clients as a research 
project funded by a Department of Health and Rehabilitative Services grant. 
Prevention as well was a concern in those first years and John R. Acevedo 
from San Francisco chaired a workshop on Safe Sex Practices.

An early fundraising flyer
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 The need for client confidentiality has always been paramount for the 
Agency. As early as the May 1987 Board meeting, there was considerable 
discussion among members present concerning HRS support of universal HIV-
Testing and “Draft 9” legislation that would have required HIV testing without 
the consent of the individual being tested.  Draft 9 also did nothing to protect 
the confidentiality of persons testing positive for the HIV virus, in fact, the 
legislation would require those positive persons to be quarantined. The Board 
felt that this was unacceptable and that the agency should reject all HRS 
funding because of the HRS’s support of this legislation.

 The commitment to confidentiality was emphasized again when the 
Board of Directors decided that they would not turn over the names of AIDS 
clients to the Monroe County Health Department (MCHD); they stood firm on 
this issue.   

    During the second year of operation the Agency hired a part-time social 
worker and an office secretary. Funding caps were established for financial 
assistance in order to encourage PLWAs to work and remain active. It was 
the opinion of various physicians that work was therapeutic for those recently 
diagnosed with AIDS. 

 In other business during year two, the first AIDS Help logo, developed by 
J.T. Thompson of Solares Hill Design, was selected and approved. 

 The Board also began to develop a series of policies that would be put 
into effect once a housing facility could be opened for persons living with 
AIDS. By the end of the year it was announced that AHI had located a home 
that was available and could be used to house PLWHA. AHI would pay the 
rent for those eligible to reside there and make necessary improvements such 
as painting prior to client relocation.
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 Housing however did not come without complications. It was reported 
that, at the AHI rental home where six clients were living together and sharing 
costs, personal issues were causing friction. Ed Seebol said that “Hopefully, 
our next (housing) facility would be comprised of individual living units with a 
kitchen and bath for each tenant.”  Seebol also said that independent living 
units would be ideal for persons being released from the hospital and in need 
of Hospice services. 

 One of the more important discussions during the second year was the 
suggestion that AIDS Help step out of patient care, leaving that to the Health 
Care Center, and focus their resources on case management, housing and 
education. Since these issues were very important and struck at the heart of 
the Agency’s mission as well as its purpose, a special workshop was convened.

 The workshop was held on October 8th, with representatives of HRS 
and the FKM Health Care Center. Dr. Siegel made a motion that the Board 
submit a letter to HRS re-negotiating the current health care grant to allow 
for all medical services to be separately administered at FKM Health Care 
Center and that social services, currently provided under the present grant, 
would remain under contract with AHI. The motion was controversial. Some 
thought the agency was abandoning its clients to the local hospital rather 
than fulfilling its promise to care for their own. It was decided to continue this 
discussion at the Board meeting the following week.

 The Board met on October 15th and it was determined that “AIDS 
Help’s focus should be as a service agency, not a medical provider, and 
that the Agency should assist clients in obtaining services and funding from 
governmental agencies.” 
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 In December of the year, at the prompting of AHI Board of Directors, 
Key West Mayor Richard Heyman facilitated a conference of local citizens, 
physicians and state human service and public health officials, to strategize 
ways to combat the disease while providing relief for those affected by AIDS. 
Held at Florida Keys Memorial Hospital, it was strongly urged that a non-profit 
organization spearhead the creation of a direct care service delivery system 
to address all the immediate and long-term issues affecting PLWHA. The AHI 
Board recommended a “Single Point of Entry” model that would mandate 
that AIDS Help serve as the point of entry, or as an ‘umbrella agency’, for 
all those seeking services due to being ill with AIDS or wanting information 
about AIDS. The idea was that AIDS Help, as a non-profit organization, could 
provide a wide range of services and actively advocate for PLWHA outside 
of a structured clinical setting; the proposal was accepted. 

At the December meeting it was announced that Jaye Harkow had been 
hired as Case Manager/Intake Coordinator.

“I was the first Social Worker hired by the new agency and I 
actually came to Key West to interview for the position of Navy 
Family Services Lead Social Worker at the Naval Base. At that time 
there was no tolerance of gays in the military. I was told during my 
interview that if there was any indication that a person was gay I 
would have to report it immediately to the commanding officer, as 
it could pose a threat to national security. I choose not to take the 
job and the same day I answered an ad in the local paper. I was 
interviewed by Ed Seebol and hired at AIDS Help.” 

Jaye Harkow, DCSW, LCSW
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 From inception, AHI has listened to what clients had to say about the 
disease of AIDS and how the agency was responding. In March of 1988 the 
AHI board conducted a small research project to ascertain client satisfaction. 
The feedback from the survey indicated that the clients overwhelmingly felt 
that they were understood and that they were being “treated with dignity”.  

    

      

The Next Decades:
Case Management, Housing, Prevention and Research
      

 The next decades saw evolvement and refinement of the Agency’s four 
pillars: Case Management, Housing, Prevention and Research.

The Key West Citizen       

1995 - AIDS Help president 
Carol Rogers (right, front) 
recently cut the ribbon at 
three new HUD-funded 
housing units for people 
with HIV/AIDS. Beside her 
are architect Rob Delaune 
(center) and Joe Baert 
of general contractor JB 
Enterprises. Just behind, 
left to right, are board 
members Al McCarthy, Betty 
Rubenstein, John Holder, 
and Martin Elliott; above 
them, left to right, are board 
member Joe Pais, honorary 
board members Mary 
Spottswood and Jerry Frantz, 
board member J. Jefferson 
Overby, and executive 
director Ron Herron.
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Case Management Is Care:
Counseling, Testing and Linkage to Care

 With the decision to concentrate on the provision of supportive social 
services rather than the provision of medical services, case management 
became the agency’s main pillar of care. Initially case managers were 
volunteers who provided whatever care was needed to those ill and dying. 
The system was actually based on a “mobilized buddy corps” comprised 
of parents, friends, partners, neighbors and concerned citizens. The ill were 
taken to local county health offices, emergency rooms, and guided through 
the SSI, Medicaid and Medicare process until services were provided. This 
entire system was funded by the generosity of local residents and with very 
limited state dollars.  
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 Today the “buddy program” has evolved into a comprehensive 
Case Management System made up of highly trained and experienced 
professionals. It has become a multi-step process to ensure timely access to, 
and coordination of, medical and psychosocial services for a person living 
with HIV/AIDS. From intake forward, clients are assigned a Medical Case 
Manager who is responsible for coordinating the client’s treatment and 
delivery system. The Case Management process follows the client through 
assessment of needs, service planning, service plan implementation, service 
coordination, monitoring, follow-up, reassessment, case conferencing, crisis 
intervention and case closure. 

 The overall goal of the medical case management team is to promote 
and support independence and self-sufficiency. Each member of the team 
is required to be certified by the State of Florida, have a background in social 
work or nursing and extensive experience in the field of HIV/AIDS.  Additional 
training requirements must be met within 90 days of employment and ongoing 
education is mandatory. 

 The case management process requires the consent and active 
participation of the client with the treatment team. It supports a client’s right 
to privacy, confidentiality, self-determination, dignity and respect. It is care 
provided by a culturally competent professional that is non-discriminatory, 
compassionate and non-judgmental. 

 The Individualized care programs are periodically reviewed by the client’s 
Medical Case Manager who, working with a Linkage to Care Coordinator, 
who is able to contract for the provision of in-patient and outpatient care, 
specialty physicians and medications. Services such as support groups, 
mental health and substance abuse counseling as well as other alternative 
therapies are also available. 

Programs which assure and support treatment

 Eligible clients can obtain rental assistance, food vouchers, emergency 
food supplies, health insurance assistance and Meals-On-Wheels (a program 
developed in tandem with a dozen well-respected local restaurants). A 
seven-day-a-week transportation program exists in order to ensure clients 
have reliable transport to clinics, dental care, grocery and shopping services, 
as well as emergency facilities. 
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“We are both so very grateful for your 
help and support! I really don’t know 
how we would have done it without you. 
Thanks again for everything!”       

A Current Client

 Case management files are constantly reviewed and up-dated to ensure 
the client is maintaining his/her health care plan. Monitoring staff and client 
satisfaction surveys, across a range of service providers, allows for constant 
consumer input and program evaluation.  Case managers are also encouraged 
to serve on social service committees of other health agencies to ensure 
cooperative and effective response to client needs throughout the health 
care system. In support of the case management team AHI subcontracts with 
multiple healthcare service providers across the Florida Keys.  

In March of this year, after looking and looking, I was hired 
by a healthcare  provider and   able to resume my career as 
a registered nurse. I have not worked in the field that I love 
for over seven years due to the way I responded to several 
bumps and obstacles along my journey. In short, I turned 
to alcohol and for five years I drank almost daily. Today 
I am two years sober, happier and healthier than I have 
ever been and working. The journey to get here has been 
arduous, but worth it. If it had not been for the caring and 
compassion of AHI staff, as well as my close friends, I might 
not have made it. I did make it however, and in the process, 
I have learned so much about myself and life. Today in 
my sobriety I have purpose and I am part of a caring 
community of friends and the professionals at AHI.      

Buddy Dyess, RN, BSN, MBA

 Over the past 30 years the Agency has served nearly 3000 individuals. 
From the original Hospice nurses and volunteers who comprised the buddy 
system…those neighbors who brought the casseroles to the ill, to the 
case managers who navigated the complicated healthcare system…a 
comprehensive system has evolved. As a “one-stop-shopping” for clients, it 
demonstrates how a community based service organization can succeed 
in meeting a full range of supportive service needs for AIDS and HIV positive 
individuals. Hundreds of other people seeking information concerning sexually 
transmitted diseases, anonymous HIV testing, and prevention materials have 
utilized AIDS Help and are not counted as agency clients. 
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On September 5, 2015 I will have been at 
AIDS Help for 15 years and I still cannot 
wait to get to work to do what I can each 
and every day for those who are infected 
with HIV.  I have never lost my enthusiasm 
for my clients and aiding them in any way 
I can. I feel disloyal to call my work “a job” 
because it feels like I am negating clients 
and their needs to label them as “just a 
job”. I call it my passion and that passion 
grows each day.

I feel very privileged to know my clients 
and their stories of how they got to my 
open door and eventually into my open 
heart.  I know their families, their pets, their 
inner most thoughts and each one of them 
have a little box in my heart that only their 
key will open.

Mary C. Jones, Medical Case Manager
      

 Even with this comprehensive and active delivery system, AHI is constantly 
working to improve the health of its clients and to improve the quality and 
reliability of direct care and supportive services within the system through 
staff education and involving clients in feedback surveys.

 The importance of case management was publicized in the October 2001 
issue of the Annals of Internal Medicine it was reported, that “HIV-infected 
adults with case managers who help coordinate their health care had fewer 
unmet needs and higher use of HIV medications”.26 

 The study also noted that patients with case managers were more likely 
to receive supportive services necessary for healthy living, such as income 
assistance, health insurance, and emotional counseling. An astounding 66% 
of people without case managers had unmet critical needs even though 
medical, pharmaceutical, and/or supportive services were available.

 In addition to a dedicated and compassionate case management staff, 
a corps of volunteer clients and friends actively and aggressively participate 
in fundraising and other community activities. 
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Housing Is Care:

Marty’s Place

 The National AIDS Housing Coalition (NAHC) states that “receipt of 
housing assistance has an independent, direct impact on receipt of HIV 
treatment, health status and mortality among the homeless [and] unstably 
housed people living with HIV/AIDS”.25 

 Today, housing is care.The need for housing was reflected in the minutes 
of the Board almost from their first meeting. The need still exists and it is the 
second pillar, but it is now viewed in the broader context of providing housing 
for PLWHA and other special needs populations. 

 Fundraising initially provided the backbone for sustaining core services 
and addressing the ongoing issue of housing. It was a complicated period.  
While, from the very beginning, AHI overwhelmingly acknowledged that 
housing was a necessary component, there was initial resistance to the 
outright purchase of housing facilities. (Individuals, including AHI founders, 
had been subsidizing or fully paying rents prior to establishing AIDS Help.) The 
demand for individual rental assistance quickly exceeded the availability 
of existing funds. As rental costs increased dramatically, the AHI Board 
intervened by renting entire residences. 

 It was a learning curve for all involved. Ed Seebol, AHI administrative 
director, reported that while the two houses rented by AHI for clients provided 
a “wealth of experience” on how to provide clients with appropriate housing, 
it was essentially “impossible” to put clients together in shared-type housing 
due to medication storage/use and their often varying and difficult nutritional 
needs. Seebol told the AHI board that:
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“Hopefully, our next facility will be comprised of individual living 
units with  kitchen and bath for each tenant.  This type of facility 
would also help to solve the problem of what to do with clients 
released from hospitals who do not need further hospital care 
but do need some watching over. Hospice could be sent in to 
oversee individuals in their own living units.”

 Ultimately, the AHI board voted to purchase a “residential” facility for 
AIDS clients. Within four-years, AHI raised enough local funding to purchase 
two residential complexes to meet its growing housing needs. The first AHI 
residential property purchased in July of 1990 was Marty’s Place. It was this 
purchase that began what is now considered one of the premier housing 
programs for persons with AIDS in the United States.  

Stages of construction at Marty’s Place.

 In 1992 AHI received a grant from the Department of Housing and Urban 
Development (HUD) for the construction of another free-standing building 
with three one-bedroom units at Marty’s Place. HUD continues to support this 
project with Project Rental Assistance Contract (PRAC) funding.  

 The need for rental assistance was critical for PLWHA, since the need 
for housing was more than what AHI could build. The Monroe County AIDS 
Consortium selected AHI as the first State Housing Opportunities for People 
With AIDS (HOPWA) vendor in Monroe County during the group’s January 
1994 meeting. The success of the existing programs led HUD to award AHI an 
additional competitive federal HOPWA grant. This provided rental voucher 
type assistance to PLWHA seeking their own housing.  Awarded under the HUD 
category of “Programs of National Significance”, the amount received by Key 
West astonishingly exceeded that for programs in New York City, Boston, San 
Francisco, and Detroit.  As HUD’s Director of the Office of Community Planning 
and Development for the Southeast/Caribbean stated, “these awards provide 
abundant evidence of the United States Department of Housing and Urban 
Development’s confidence in, and support of, the model programs which 
AIDS Help, Inc. has created in the Florida Keys in the last decade.”
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Marty’s Place
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 The Board of Directors committed itself to the purchase of the Harvey 
House facility on March 28, 1994; three buildings with nine one-bedroom 
units, one two-bedroom unit, and a reconstructed one-bedroom cottage on 
a half-acre.  

Harvey House
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McCarthy-Rogers Residence

 

 

 In April of 1996, the AHI board approved the purchase of what became 
known as the McCarthy-Rogers facility, acquired and renovated with a HUD 
Section 811 grant. The quarter-acre complex, was named in honor of AIDS 
Help co-founder Albert H. McCarthy and president emeritus Carol L. Roger. 
It consists of two buildings with one three-bedroom, one two-bedroom, and 
three one-bedroom units.    
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Seebol Place before construction, October 1992

 The Seebol Place housing complex was acquired and renovated in 
1993 with monies raised through a capital campaign. The property was 
reconfigured and expanded in August, 2009. When the construction was 
completed, 14 PLWHA, who had been homeless, moved into their own one-
bedroom apartments.

Seebol Place today

 Seebol Place is a “housing first” program designed for people with HIV/
AIDS who are homeless. The program is meant to house people first and 
then provide all the support services to take care of their other problems. 
Residents are screened and assessed to determine their needs, including 
substance abuse and/or mental health issues. Appropriate support is then 
provided. The three goals of the program are for the residents to maintain 
long-term housing, improve their health and be fully integrated into the 
community. 
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 By the end of 2004 housing was still an issue as evidenced by there 
being 149 AHI clients on the Agency’s housing assistance waiting list. AHI 
administrators met with city officials to identify vacant publicly owned 
property where AHI could build affordable new housing. On April 6, 2005 the 
City Commission approved a 43-year lease agreement with the Key West 
Housing Authority that would allow AIDS Help to build up to 50 units of housing 
at Poinciana Plaza. 

Groundbreaking Poinciana Royale, May 13, 2010

 The project, a joint venture of AHI and Reliance Housing Foundation, 
Inc., utilized tax credit exchange funding made possible through the Florida 
Housing Finance Corporation. Architect Thomas Pope worked with Coastal 
Construction and after four years of rigorous planning, grant writing and 
a hectic year of construction, AHI completed Poinciana Royale, the first 
affordable housing facility in Key West that housed AIDS clients and accepted 
other special needs populations including disabled, elderly and veterans. 

 The facility consists of 50 independent living units of approximately 535 
square feet and was dedicated on May 19, 2011.
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Poinciana Royale

 A ribbon-cutting ceremony was attended by friends of AIDS Help and 
many supporters who helped make the project a reality. Sally Lewis, then AHI 
Board President, proudly noted afterward:

“It was the fulfillment of our agency’s dream and a thrilling 
moment for everyone associated with the housing project. 
In a month we were able to fill every one of the 50 units with 
people who were in need of affordable housing.  AIDS Help 
raised and reserved funds to build housing over the years. 
In time of real need you don’t horde money, you spend it to 
help people. That’s what our donors expect. Now they can 
see the results in this wonderful complex.”  

     

The interior court yard of Poinciana Royale
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The court yard of Poinciana Royale

 Poinciana Royale was named in honor of the many Kings and Queens 
of Fantasy Fest who raised Millions of dollars over a span of 27 years to fund 
programs and build housing for persons living with HIV/AIDS in Monroe County. 
The facility boasts a spectacular 14 x 18 foot tile mural created by local artist 
Jane Rohrschneider that welcomes residents and visitors above the entrance 
way. The building has received the Florida Green Building Coalition Platinum 
Award and each of the 50 units is Energy Star Rated -- the first low-income 
housing project to receive such an important green designation.  
  

“I didn’t think I would like 
living here, but once I 
moved in I changed my 
mind completely.”

Resident of                
Poinciana Royale
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Jane Rohrschneider’s mural at Poinciana Royale

 Over the years AHI’s housing strategy has been successful in acquiring 
housing for PLWHA and other special needs populations including disabled, 
elderly and veterans. An essential component of that strategy has been to 
partner with Federal, state and local agencies (HUD, the Florida Housing 
Finance Corporation, the City of Key West, the Key West Housing Authority, 
and the Southernmost Homeless Assistance League, Inc.). AHI continues 
to update its housing strategy to ensure that PLWHA and special needs 
populations can live with dignity. 
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Prevention Is Care:

“The fear now is that the triple-
combination HIV-fighting drug 
cocktails have bred complacency, 
and the humble but effective low-
tech prevention has been forgotten.  
Ironically, new treatments 
mean more, not less, need for 
prevention.”

Karin Halprin, HIV Plus,        
February/March 2000

 It is estimated that there are 1.2 million people with HIV in the United 
States today. 50,000 new cases are reported annually. HIV diagnoses in the 
first six months of 2015   increased by about 23% nationally.

 Although great strides have been made medically in achieving viral 
suppression (an undetectable viral load), identifying those needing treatment, 
linking people to treatment, providing HIV medications for those diagnosed 
and engaging and keeping people in treatment has lagged far behind. In 
addition, there is a stigma surrounding the disease.

 For example, as of 2012, for every 100 people living in the United States 
with the HIV virus, the following is true: 

 82 know they are infected 

 60 are linked to HIV care

 37 stay in care

 33 take HIV medication

 25 stick to their HIV treatment regiments

This suggests that out of every 100 people, 75 are not virally suppressed and 
can spread the virus.27  
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 The challenge for the future is not only caring for those who are ill with the 
virus, but also will focus on, as the UNAIDS Report on Global AIDS Epidemic 
suggests, efforts of prevention.

“Fulfilling the UNAIDS vision of zero new infections will require 
a hard look at the societal structure, beliefs and value systems 
that  present obstacles to effective prevention efforts.”

UNAIDS, Report on Global AIDS Epidemic 2010,  

 At our 30th anniversary, the Agency’s core remains the same, the provision of 
services for people living with HIV/AIDS, but we have begun to address, with the 
support of our community partners, the needs of other special populations with 
medical disabilities and the need for prevention; prevention is the third pillar. This 
change has been the result of medical progress and the need to stay relevant. 
The face of HIV/AIDS has evolved and so must the face of the Agency.   

 For most of the past three decades the treatment of PLWHA had been a 
life and death struggle with a very real sense of immediacy. Today, HIV/AIDS is 
manageable; not curable, but treatable. Both heterosexual and homosexual 
men and women still contract the virus mainly through unprotected sex and 
I.V. drug use, but due to new medications and early detection it is no longer 
a death sentence but viewed as a chronic disease. Unlike, however, chronic 
illnesses such as diabetes, HIV has no genetic make-up that predisposes a 
person to this illness. Its transmission is through lack of prevention-education. 

AHI provides free and painless HIV testing. The first and most important step 
is to know your status, get tested. 

 Prevention goes beyond testing. It includes the Agency’s outreach 
efforts social media, chat room messages, condoms distribution at area LGBT 
establishments and the Agency maintains a consistent presence at street fairs, 
health/wellness gatherings and community events that specifically target 
minorities and other at-risk groups. 

 In addition, the HIV/AIDS population has also changed. Two different 
demographic groups have seemingly emerged. A younger generation, 
although HIV-positive, have little grasp of the disease’s history and, even if 
they do, will not cope with the same issues as those diagnosed two decades 
before. On the other hand, there is that older group with different experiences, 
different concerns and different needs. 
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 Previously, few PLWHA lived to be 50 years old or beyond. Currently, 
the average age of AHI’s clients is 55 and over 90% of the client population 
has a viral load which is undetectable.  The most-pressing issues becoming 
apparent are similar to those of other populations with chronic illnesses which 
are aging.   

 With the disease now viewed as a chronic illness, there has been a 
decrease in funding at the federal and state levels as well as with philanthropic 
institutions. The Affordable Care Act has also rendered services previously 
covered by grant monies as third-party billable. The major issue now, and of 
the future, is prevention.

 As with the initial Surgeon General’s Report on AIDS, published in 1986, 
which called for a “frank, open discussions” about AIDS it is still very difficult to 
publically or privately talk about safe sex practices. The difficulty is in part due 
to, at both the national and local level, we are still battling societal beliefs 
and value systems that stigmatize individuals who are ill with AIDS and these 
values and beliefs create barriers to achieving the goal on no new cases. The 
easier piece is to provide medication for those that are ill, we are now able 
to manage their illness, the harder piece is to openly speak about prevention 
to those with differing beliefs and values.
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Research Is Care:

 From almost the very beginning the Agency saw the need for and the 
benefit of research. Whether it was Dr. Jonikas’ request for funding to ascertain 
CD4 counts or client feedback as to their satisfaction with the service they 
received, research has been a pillar from the beginning.  

 Agency research has always had two basic research goals. The first has 
been to gather feedback on Agency policy and procedure. How is the Agency 
doing what they are doing, what is needed and what needs to be tweaked or 
changed? The second goal, which is more recent, is to put the agency on an 
evidenced-based data foundation. We have 30 years of data, but until recently 
it has been collected by multiple software programs and scattered on different 
sites. Analyzing apples, oranges and pineapples has been near impossible. 

 Working with the Monroe County Health Department (MCHD) in tandem 
with a five year internship program from the Florida International University 
(FIU) Robert Stemple School of Public Health, we have begun to qualify and 
quantify our existing data with a single software program. In addition, we are 
collecting new data in an organized and consistent manner with the purpose 
of identifying trends in our HIV population and to determine future needs.  

Representatives of AHI, FIU, DOH, and the Florida Surgeon General Dr. Armstrong 

 The Agency is aggressively establishing itself as a research facility 
regarding Aging with HIV/AIDS. Myths need to be dispelled and reality needs 
to be embraced, whether it is the unintended side effects from long-term HIV 
medications or other comorbidities that are associated with HIV/AIDS. With 
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our partnership with the Monroe County Health Department and FIU, we have 
undertaken a Monroe County-specific analysis, of healthcare availability to tell 
us where to allocate our valuable resources.   

 Based on our case management experience, the Agency has begun 
to utilize licensed nurses in an Intensive Case Manager role to collect health 
date. Although clients see their Medical Case Manager several times a year, 
we have had minimal information on their daily health. The nurses are doing 
home visits and assessing each person’s level of care and scheduling follow-
up visits accordingly. 

 Data is being collected from HIV testing both on-site and off-site to 
ascertain the rate of new HIV cases and to educate people about prevention. 
We are not only committed to treating those who test positive, but we are also 
striving to keep the negatives negative. The Agency has established a small 
lab for STD testing. All of these programs and activities are designed to assure 
healthier client and non-client outcomes.   

 Our approach to research needs to be creative. It’s not just governmental 
changes, like the Affordable Care Act, with which we have had to grapple. 
Societal changes impacted us as well. The legalization of same-sex marriage 
in Florida, and throughout the country, has shifted the landscape regarding 
housing, income thresholds and even caregiving. 

 In the future we are likely to be treating individuals who are HIV+, but 
unlikely to progress to an AIDS diagnosis, yet some level of service will still be 
necessary for this group. Creativity will be needed in prevention-educating for 
both the younger and the older demographics: those younger who did not 
experience the epidemic’s early devastation and an older one that did not 
expect to live into old age. Both sets of experiences are valuable and provide 
data that needs to be collected, be preserved and be utilized.

 If we are striving for a world in which there are no new cases of HIV, we 
need to find new ways of communicating about how to protect individuals 
from contracting HIV (and other debilitating sexually-transmitted diseases); 
this is crucial. At all levels of society there are numerous social, religious and 
philosophical barriers to having basic safe-sex dialogue whether it be condom 
use or PrEP (Pre-Exposure Prophylaxis). Whereas, the original challenge was to 
save those who were infected, today the challenge is how to educate people 
so they will not become infected. 

 Research will also necessitate greater community involvement and 
cooperation to collect relevant data. This category is more of a catch-all 
because any alliance we strike, locally, nationally or even internationally, can 
have a long-term echo.  

 Regionally, Florida’s Surgeon General, Dr. John Armstrong, was impressed 
with our relationships with the MCHD, our housing initiatives and their economic 
contributions to the community (all done without State Legislative General 
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Revenue funds). His request for a report documenting its success was 
enhanced by FIU’s contributions and could result in our State Legislature 
earmarking funds to develop similar models of relationship. 

 As we move forward, our core of caring remains the same. In the past 
and present, treatment is care and housing is care, but we are changing and 
for the future research and prevention must be care.    

 

 Supporting the Four Pilars
“Our generous community supports a number of annual events 
to care for those people in our community afflicted with AIDS.  
These special fundraising events include Fantasy Fest King & 
Queen Campaign and Coronation, Taste of Key West, Vintner’s 
Dinner, Mangoes’ Red Ribbon Christmas, Gordon Ross & Friends, 
The Art Auction, and annual events at Antonia’s, Alice’s, and 
Michael’s restaurants.”

The Breeze, Official Magazine of the Hospitality Industry,        
Key West

 Even before that first group of people convened on Ed Seebol’s back 
porch there was a community commitment, compassion and generosity to 
those with AIDS. People gave freely of their time and money. Fundraising has 
always been part of AIDS Help’s mosaic and a means to support care.  

An early fundraiser featuring ‘The White Glove Girls’

 Without the generous support, concern, compassion and contributions from 
our community’s businesses and individuals, who sponsored and participated 
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in our fundraising events, the foundation supporting the four pillars would not 
have been as broad or as strong. It was fundraising that initially provided the 
monies to pay for medical services, medication, prevention-education and 
rental assistance.    

 When government funds became available at the city, county, state 
and federal levels, AHI continued to supplement and expand patient care 
by establishing yearly fundraising goals and developing iconic fundraising 
events. Since its inception, AHI has maintained a strong fiscal posture with an 
annual income-base broadly balanced between federal and state service 
contracts and extraordinary local support from the Florida Keys community.

 

Commissioner 
Panico holds up 
pillow signed 
and decorated 
by Bette Milder. 
The Pillow 
Auction raised 
$26,300

 Each year, to supplement funds for patient care resources, housing 
assistance to clients and to do prevention-education, AHI’s Fundraising 
Committee, made up of interested citizens, organizes, plans, and implements 
numerous fundraising events. 

 

    

Celebrity and local artists decorated trays to raise funds.  The event was 
held at the Casa Marina Hotel. Photo Left: from left: Sue Sellers, Bill Sellers, 
Alvin Rubenstein and Betty Rubenstein. Photo right: From  Left: Virginia 
Panico, Art Carlson and Ed Seebol.
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 Currently the Agency has four major fundraising events during the year. 
The primary event is The King And Queen of FANTASY FEST campaign, where 
locals compete for approximately eight weeks to capture the royal title of 
King and Queen for the Mardi Gras-type celebration that occurs locally 
during the last week of October. For 27 years, the Fantasy Fest week of fun-
making has been Key West’s primary tourist promotion, marked by the King 
& Queen Coronation as the official the kick-off event. It also has provided 
opportunity for the candidates to inform the community about AIDS as a 
disease, its current status and the Agency’s efforts of case management, 
housing, prevention and research.

“Kick-Off” for 
the Fantasy Fest 
King and Queen 
fundraising 
campaign 
traditionally 
starts at the 
Southernmost 
House

 The campaign for King and Queen of Fantasy Fest is an intense 
fundraiser event developed by AHI and community volunteers. Any 
community member can declare his or her candidacy and the individuals 
who ultimately raise the most money during the competition period are 

The Royal Court 2015
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crowned the King and Queen of Fantasy Fest. The competition began in 
1989 and has continued yearly, raising funds which are used only for client 
services, housing and AIDS prevention.  

 

The Kings and Queens of Fantasy Fest
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 The Vintners’ Dinner is the second event and a smaller fundraiser which 
precedes “The Taste of Key West” and brings together local chefs and wine 
distributors for an evening of gourmet food and drink at the Casa Marina.  

Vintners’ Dinner Chefs 

 The Vintners’ Dinner is followed on Monday by the third and much larger 
event, Taste Of Key West. This event was created through the efforts of Phillip 
Smith of Antonia’s Restaurant in April 1996, and involves many of Key West’s 
finest restauranteurs and wine merchants. It is a large event where each 
participating restaurant provides their signature food and it is accompanied 
by wine and beer. The restaurants generously donated their time, food, 
drink and personnel to the fundraising event. Twenty years later, over 50 
local restaurants, wine and beer distributors still participate at the Truman 
Waterfront event. Taste of Key West, like the other fundraising events, support 
services for those people living with HIV/AIDS.  
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Taste of Key West

 The fourth major fundraiser is The SMART Ride (Southernmost AIDS/HIV 
Ride). It started in 2003 as a fundraising to make a significant difference in the 
lives of those infected, affected and at risk for HIV/AIDS.   Participants bicycle 
from Miami to Key West -- 165 miles in two days. Monies are distributed to AIDS 
Service Organizations throughout Florida. SMART Ride is the 2nd largest AIDS 
bicycle ride in the country and the only one of its size to give back 100% of 
pledges raised by participants are guaranteed to go to direct services. AHI 
has been a participant since the beginning.   

The SMART Ride 11 concluded its mid-November,                                               
two-day journey from Miami to Key West

 The combination of directed public funds matched with active and 
generous community financial support has allowed AIDS Help, Inc. to create 
a unique wrap-around system of care for individuals and families affected 
by HIV/AIDS, as well as to develop a sophisticated prevention program to 
fight the spread of the virus.  The creativity and generosity of the Key West 
community has made the difference.
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The end of the Smart Ride at AIDS Memorial on White Street Pier

 The community has not only participated in responding to fundraising 
requests, but also in creating panels for the AIDS Memorial Quilt. The quilt 
weighs 54 tons and is composed of more than 48,000 panels dedicated to 
more than 94,000 individuals. It is the premier symbol of the AIDS pandemic 
and one of the greatest HIV prevention education tools. It is also the largest 
on-going piece of community folk art in the world.
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 The NAMES Project Foundation Established in 1987 is the custodian of The 
AIDS Memorial Quilt. Their mission is to preserve, care for and use The AIDS 
Memorial Quilt to foster healing and to heighten awareness of AIDS. 

 

Some final words from clients, staff,  
and Community members

“Having to think about this project has 
been bittersweet; it has brought back 
memories of passed friends as well as 
good times”.    

Daryl Goddard, AKA, D.D. Sharp,              
a White Glove Girl.
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The AIDS disease was devastating to me in the 80’s and I worry 
that those younger people who did not go through the loss 
of loved ones are being too cavalier about the disease since 
AIDS is considered a chronic disease now. Thank God we have 
cocktails of drugs that take care of people infected.  I hope we 
never have to witness the devastation that led to the White Street 
Pier tribute and the Quilt making that went on back then.      

After all the years that have gone by, I see what a family the Key  
West community is and the value that AIDS Help has been over 
the years it is amazing and so supported by the community.”

Rosemary Farrell, RN

“I am more grateful every day…things 
must change and we must help and  give 
more to the community”             

Wesley Calvin
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As the years have evolved, I have gained so 
much respect for the mission of AHI and its many 
employees and volunteers. I am so proud to have 
been involved as a donor, an event sponsor and 
more recently as a volunteer and a client.     

“I really appreciate the effort that AHI makes to 
involve their clients in the planning as well as 
informing them of every day events. It feels very 
good to participate in making decisions about 
my treatment”

A current client
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“I was very involved with fundraising for AIDS Help, and the event 
that the community most looked forward to was the annual 
“Gordon  Ross and Friends” concert.  It was always a grand 
spectacular and we were faced with the task each year of 
making it bigger and better. One year I had the idea of putting 
together a singing group of  prominent Key Westers who were not 
known for being performers.  We called it “The Off-Key Westers” 
and it was a smash. For five years  the likes of Mayor Richard 
Heyman, Judge Sandra Taylor, Women’s Club President Peggy 
McClain, Commissioner Virginia Panico, and  KW First Lady Mary 
Spottswood would take the stage in a rousing number. One 
year it was Cole Porter’s “Friendship”, the next year it  was the 
group playing the Von Trapp children doing “Do Re Mi. They  
even donned Western garb to do “Achy Breaky Heart”. What 
they lacked in singing ability, they made up tenfold with spirit, 
enthusiasm     and pride, knowing they were entertaining the 
huge crowd and raising money for AIDS Help.”

Bobby Nesbit

Some of the “Off Key Westers” to debut at the Copa tonight are Mary                                                              

Spottswood, Gordon Ross, Virginia Panico and pianist Bobby Nesbit
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“Yes, HIV/AIDS is manageable. But there is no vaccine. There is 
no cure. We served the largest client base ever last year – 385  
individuals. Our founders and those who came afterward helped 
turn ignorance and neglect into empowerment, and an emphasis 
of managing wellness, not illness. But some things haven’t 
changed. 

Young people coming into sexual activity still require education 
about prevention initiatives like PrEP. Same-sex marriage is swiftly 
becoming the new normal, yet disclosing that you are infected 
with  HIV is still a huge stigma. So, beyond the scope of recapturing 
an  era when it was still called GRID (gay-related immune 
deficiency), I frankly also see this book as a cautionary tale. Those 
who forget the past are condemned to repeat it. 

The seeds have been sown and we are seeing proof of our early 
‘shovel work’. The commitment to the Keys community has 
not changed in matters of quality case- managed healthcare 
and  affordable housing for persons in need. The horizon is ever  
changing and we are reshaping ourselves to address these 
changes.  It will be through Research, Creativity and Community 
Engagement  that we can promote new realities and continue 
‘Counseling – Testing – Linkage --To Care’.”                                                                                                                    

E. Scott Pridgen, Executive Director of AHI
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Afterword

The following text represents the address Executive Director E. Scott Pridgen offered 
to those assembled at the 30th Anniversary celebration at Truman’s Little White House 
on February 19th, 2016.  

Welcome to 30 years of caring!

This evening could have not been made possible without the overwhelming generosity 
of a couple of people who give so much to our community.  

Tonight is graciously being sponsored by Joel and Debbie Misel, Ross and Janice Elwell 
and the Iron chefs!!!!! 

So here we are. Why? And where are we going?

It was 30 years ago tomorrow - February 20, 1986 that seven people gathered on a 
back porch to deal with the pandemic of AIDS across the United States. 

Yes…they had to take on the entire country…as people were being told they were 
dying of AIDS…San Francisco, Chicago, New York…told people infected of AIDS sell 
everything you own…spend whatever time left somewhere sunny.

Many chose Key West.

Many more did the same for years to come. Add those new residents to locals dying 
without treatment…without anywhere to live…and State and Federal Agencies slow 
to respond….…

…and Key West, like many other communities, took it upon themselves and learned 
about a crisis like they’d never encountered before…as they cared for the gravely ill 
and made sure no one died alone.

These 7 individuals, and the others quickly recruited, created the framework of what 
we know today as AIDS Help..........two pillars, mainly, treatment and housing!  Many 
of those individuals are here tonight.

Prevention, our third pillar, was and still CAN be the hardest for the public to 
comprehend, since any discussion about sexual health, condom use, and any form 
of birth control was taboo, an unwelcome public discussion. 

Fear turned to stigma. Activists calling for response began using slogans like SILENCE 
EQUALS DEATH. 

Much of that has thankfully changed. Not everything was handled perfectly.

That includes AIDS Help.

If we all had a magic wand that changed behavior or righted something we’d 
wronged…what a different world it would be! 

But we’ve learned from our mistakes and it has taught us to take responsibility.

So tonight we gather, 30 years later, not on a small back porch but on Harry and Bess 
Truman’s back porch to take a moment to:

Remember those we lost. Reflect on today. Renew the path forward.

I often say that the way we salute those we lost is to lock the door…that AIDS Help is in 
the business of going out of business. Because being infected or affected by HIV and 
AIDS is part of our present doesn’t mean it has to be part of our future.

But how do we get to an AIDS-free generation?

Note our Four Pillars…there, on the lawn… they stand as strong today…like the four 
wheels of a car delivering us to an HIV/AIDS Free Generation! 

Our first and oldest pillar: Treatment is care!...getting to an undetectable viral load…
which means that someone living  with HIV/AIDS is not likely to transmit it to someone else! 
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If you are living with HIV/AIDS, we must keep you well… adherent to medication…
break down the barriers of substance abuse, depression, housing and other health 
issues due to the toxicity of long-term HIV medications.

That’s why we have staff Registered Nurses, Medical Case Managers and Linkage to 
Care Coordinators pushing away from their desks and coming into the home to insure 
the best care possible and an undetectable viral load!  

Our second pillar, Prevention, remains the community’s largest barrier. Prevention is Care. 

We now consider Prevention as an equal to Treatment…both sides of the coin, as I am 
fond of saying. No matter how you flip it, each side has equal value, equal worth. The 
Agency must do everything we can to keep the HIV negative community – Negative!

That means dialogue with partners, medical providers and prevention specialists 
about sexual health and an acknowledgement that condom use, paired with PrEP, is 
still the best way to protect yourself.  

It’s not just about knowing your status. It’s about knowing your choices. 

Complacency is off the table, folks. At a time when Florida leads the nation in new 
HIV infection, talk to your children, your grandchildren, and yes, your elderly parents… 
sexual intimacy doesn’t automatically start or stop at a certain age!

Our third pillar Housing! Housing is Care! 

In our earliest days Agency housing was a hospice type of care program a place 
where people could die with dignity.  

We learned a valuable lesson when opening day came for Poinciana Royale…a 
brand new 50 unit property…

…yet only half of the property was of interest to our clients.

When surveyed why, their response: “They didn’t want to live in AIDS Only property”.   

And then we realized something: we were adding as much stigma as were trying to 
prevent.

The Agency must listen to needs of our clients and our community!  

The message was: no one, regardless of need, wants to be defined by it.

Today our housing consists of 101 units, provided to not only those living with HIV/AIDS 
but to the elderly, the homeless, our Veterans, people living with other disabilities, and 
low income households.  

The Agency must be a voice for those who struggle to find their own as they choose 
between health and housing.

Currently 60% -- or 187--  of our clients and/or tenants are over the age of 50.

66 of our clients and/or tenants are over age 60.

We have an aging demographic, and it’s a monumental wave approaching us. The 
Agency seeks to rebuild our property known as Marty’s Place into a Residential Care 
Center consisting of 48 ADA units to meet this need…and we need to build more like it. 

Allowing people to live independently in their homes until assisted or convalescent 
care is needed…that’s the goal…

Our Fourth Pillar is Research.

Research is Care!  

And it’s this pillar that is doing some heavy lifting these days, bearing a little extra 
weight.

When I first started as Executive Director almost four years ago we had seven different 
software systems.

We needed a telescope trained on the future, but none of those systems could define, 
much quantify or qualify, the relevant data needed to define policy and procedure.
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APPENDIX A
Partners - Past and Present

Monroe County AIDS Consortium Rural Health Network
Monroe County Health Department Florida Department of Health
Southernmost Homeless Assistance League, Inc.       Monroe County Social Service Office  
Early Intervention and AIDS Clinic                              Key West Business Guild
Lower Keys Health System, Inc. Florida Keys Children’s Shelter
Care Center for Mental Health MCC Church of Key West
Monroe County Board of Commissioners City of Key West 
Archdiocese of Miami Monroe County Housing AuthorityFlorida
Keys Employment & Training Center   Key West Housing Authority 
Key West Chamber of Commerce Help Line, Inc           
Florida Bureau of HIV/AIDS Interagency Council, Inc. 
Federal Centers for Disease Control & Prevention Key West Police Department     
Federal Dept. of Housing & Urban Development           Health Services Administration                                                                                     
Federal Substance Abuse and Mental Health Services Administration                                              
Florida Keys Employment & Training Center Key West Community Development Office             
Federal Dept. of Housing & Urban Development Federal Substance Abuse and Mental
Division of Psychiatric & Chemical Dependence               
Florida Keys HIV Community Planning Partnership
Federal Centers for Disease Control & Prevention
 

We were very analog in a digital world. And it is research and data that forces us to 
listen. Numbers don’t lie. But we didn’t have them. Or we had too many.

The telescope we have now brought all those stars in the sky into crystal clarity.

Collaborating with other Agencies…the ways we can complement, not compete.

The definitions of community health and the barriers that uniquely exist in Monroe 
County.

How to achieve greater health outcomes, which results in greater economic 
infrastructure for our entire community. 

So please, make it a point to visit our 4 pillars.

There, you’ll meet our staff and some of our collaborative partners.

It’s also where the food is!

Seriously I sincerely hope and thank each and everyone one of you for being able to 
share with us tonight 

A reunion of remembrance 

A reflection of who AIDS Help is today 

And how you can renew your present with us by becoming a volunteer…

…or a becoming a Board member… 

…engaging in dialogue… 

…or just sharing a kind word with someone in need…

On behalf of the Board of Directors, the staff, our clients and the community we 
serve…. 

…we thank you.
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APPENDIX B
Case management resources

Case Management Hospital In-Patient Care Outpatient Care
Emergency Room Services HIV Testing Homeless Services
Pharmaceuticals Dental Services Hospice Care 
Medical Equipment Substance Abuse Counseling Home Health Care
Nutritional Counseling Psychological Counseling Homemaker Services
Food Services Residential Support Shelter Care
Buddy Services Specialty Physician Services Transportation
Health Education Outreach Services Meals Delivery
Health Insurance Client Advocacy Legal Services
24/7 Hospitalization 24/7 Physician On-Call Acupuncture

APPENDIX C
Executive Directors

 
    Ed Seebol  1986 – 1993
                                        Frank Richards       1993
                Richard Hart          Acting Director   1994
                Ron Herron          1994 – 1999
                Richard Hart         1999 – 2001 
                Robert G. Walker    2001 – 2012
                Joe Pais                   2012
                E. Scott Pridgen       2012  
 

ROBERT G. WALKER      

 Robert G. Walker’s impact as AIDS Help Executive 
Director for twelve years is beyond measure. Hindsight 
lets us fully appreciate his visionary push for property 
acquisition for client Housing and broadening 
Education’s outreach into the at-risk homeless and 
recently-incarcerated populations. Toward that, the 
Agency took great pleasure in honoring his legacy via:

 Robert G. Walker Scholarship Program: In conjunction with Florida 
International University and the Florida Department of Health in Monroe, 
this was established in late 2013. The 60-month internship initiative gathers 
statistics to assess the dynamics of HIV/AIDS specific to Monroe County.  

 Robert G. Walker Memorial Garden: The Garden buffets the entirety of 
Poinciana Royale and serves as a permanent landscape to acknowledge a 
man whose enthusiasm was evergreen.

 Thank you, Robert, for your boundless stewardship.
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Patty-Cakes

 APPENDIX D
AIDS Help, Inc.

Board of Directors
Historical Listing

March 1986 – 1987
 Jak Warburton Albert McCarthy
       Byron Curtis Steven Torrence       
       Carter Vineyard Joseph G. Pais
       Martha Stewart Dan Stahey
       Steve Esquinaldo Ed Czaplicki
       Roger Widder Keith Wenger
       Dr. Larry Siegel Greg Scorzafave
       Sue Sellers Mark Jones
       Sally Parr Barbara Webb

The White Glove Girls
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1988 -1989
   Jak Warburton    Albert McCarthy
         Steve Torrence     Joseph G. Pais  
         Steve Esquinaldo    Dan Stahley   
         Dr. G. Marcoveci                  Edward Czaplicki
        Roger Widder    Dr. Larry Siegel
         Mark Jones   Dr. Ian Garriques
         Keith Wenger    Greg Scorzafave  
         Michael Stewart    Sue Sellers   
        Carol Rogers   Syd Crocker
         Julie Eckard   Darene Cahill
         Jefferson Overby    Chuck Kessler
         Bob Zubrigen   Mark Jones  
   Fr. Eugene Quinlan  Ginny Stones
   Tom Schmitt   Brenda Miller

1990 - 1991
         Jak Warburton    Albert McCarthy
        Carol Rogers   Joseph G. Pais
         Dr. G. Marcoveci    Julie Eckard
   Brenda Miller   Tom Schmitt
         Jerry Frantz   Edward Czaplicki
         George Noel   Rene Silvin
         Dr. Larry Siegel    Ginny Stones   
         Fr. Eugene Quinlan   Bob Zurbrigen 
         Darene Cahill    Chuck Kesler 
         Donna Hoey   Frank Romano
         John Holder   Sal Rapisardi 
        Joseph Duddle

1992 - 1993
         Carol Rogers   Albert McCarthy
         Jak Warburton    Joseph G. Pais
         Dr. G. Marcoveci    Julie Eckard
         Brenda Miller   Tom Schmitt
         George Noel   Rene Silvin
         Ed Seebol   Ginny Stones
         Fr. Eugene Quinlan  Darene Cahill
         Chuck Kesler   Donna Hoey
         Frank Romano    John Holder
         Sal Rapisardi   Bob Zurbrigen  
         Sue Sellers   Joseph Duddle
         Elaine London    Rick Tribble
         Betty Cox   Betty Rubenstein
         Jerry Dean   Elaine London 
   J. Jefferson Overby  Martin Elliott
         Marshall Wolfe    John Ferman    
         Dr. Mark Whiteside  

1994 - 1995
         Carol Rogers   Albert McCarthy
   Dr. G. Marcoveci     Joseph Pais
         Tom Schmitt   Frank Romano

Thirty_Years_of_Caring.indd   56 9/24/16   6:46 PM



57

         John Holder   Sue Sellers
         Elaine London     Rick Tribble
         Betty Cox   Betty Rubenstein
         Jerry Dean   J. Jefferson Overby
         Martin Elliott   John Ferman,  
         Dr. M. Whiteside     Marshall Wolfe
         Harry Woolley     Todd Peerman,  
         Rose Chiibbaro     Chuck Lamb
         Bobby Nesbitt     Rev. Tony Mullane

1996 - 1997
         Carol Rogers   Albert McCarthy
         Tom Schmitt   John Holder
         Joseph Pais   Frank Romano
         Sue Sellers   Elaine London
         Rick Tribble   Betty Rubenstein Dean
         Betty Cox   Todd Peerman, Client Liaison
         Dr. M. Whiteside     Marshall Wolfe
         Rose Chibarro     Chuck Lamb
         Bobby Nesbitt     Rev. Tony Mullane
         Jefferson Overby     Harry Woolley  
         Dr. Dick Chiroff                Matthew Helmrich  
         Michael Miarecki     Robert Wilkinson                   
         Charles L. Valkenaar  

1998-1999
   Albert McCarthy    Dick Chiroff
         Rev. Tony Mullane    Sue Sellers
         Carol Rogers   Frank Romano
         Chuck Lamb   Tom Schmitt
         Robert Wilkinson    J. Jefferson Overby
         Mathhew Helmrich  Rose Chibbaro
         Michael Mirecki    Todd Peerman, 
         Dr. Mark Whiteside  Peggy Grant
         Rick Berard   Hall
         Betsy Dietz   Adrian Davies
         Richard Klitenick    Charles Valkenaar  
         Rev. Paul Rasmus    McCluskey   
         Wesley Calvin    Amy Culver-Aversa 
         Dr. Jerome Covington 

2000-2001
   Rick Berard   Wesley Calvin
         Albert McCarthy    Rose Chibbaro
         Dr. Jerome Covington   Amy Culver-Aversa
   Adrian Davies    Betsy Dietz
   McCluskey   Rev. Paul Rasmus
   Rooks    Charles Valkenaar
   Dick Chiroff   Todd Peerman
   Janet Hayes   Matthew Helmerich
   Richard Klitenick    Fr. Tony Mullane
         Kerry Shelby   Ralph Garcia
         Joseph Pais   Donna Feldman
   Gwen Mobley    Phyllis Allen
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2002-2003
   Phyllis Allen   Rick Berard  
         Wesley Calvin    Dr. Jerome Covington
         Adrian Davies    Betsy Dietz
         Donna Feldman    Ralph Garcia
         Janet Hayes   Richard Klitenick
         Albert McCarthy    Gwen Mobley
         Fr. Tony Mullane    Joseph Pais
         Todd Peerman    Rev. Paul Rasmus
         Kerry Shelby   Edward Czaplicki
         Nick Trivisonno    Rudy Marn
         Susan Weekley    Rev. Michael Hartney
         Phil Hogue   David Brakebill
         Benjamin Hershenson, Phd.
      

2004-2005
   Albert McCarthy     Edward Czaplicki
   Wesley Calvin     Dr. Jerome Covington
   Betsy Dietz   Adrian Davies
   Joseph Pais   Janet Hayes
   Kerry Shelby   Richard Klitenick
   Donna Feldman     Rev. Michael Hartney
   Phil Hogue   Susan Weekley
   Nick Trivisonno     Benjamin Hershenson, Phd.
   Gwen Mobley     Phyllis Allen
   Fr. Tony Mullane     David Brakebill
   John Mumford

2006
   Albert McCarthy     Edward Czaplicki
   David Brakebill     Wesley Calvin   
         Dr. Jerome Covington    Betsy Dietz   
         Donna Feldman     Joseph Pais
   Kerry Shelby   Phyllis Allen
   Janet Hayes   Richard Klitenick
   Phil Hogue   Susan Weekley
   Nick Trivisonno     Gwen Mobley

2007
   Edward Czaplicki     Susan Weekley
   David Brakebill     Wesley Calvcin
   Dr. Jerome Covington   Betsy Dietz
   Donna Feldman     Joseph Pais
   Kerry Shelby   Phyliss Allen
   Janet Hayes   Richard Klitenick
   Phil Hogue   Thomas Kraker
   Sally Sarah Lewis     Nick Trivisonno
   Carol Rogers   Gwen Mobley
   Roy McClain   Omar Garcia
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2008
         Edward Czaplicki     Susan Weekley
   David Brakebill     Wesley Calvin
   Dr. Jerome Covington    Betsy Dietz
   Donna Feldman     Joseph Pais
   Kerry Shelby   Marcus Varner
   Janet Hayes   Richard Klitenick
   Phil Hogue   Aaron Castillo
   Stephen Selka     Gwen Mobley
   Sally Sarah Lewis     Thomas Kraker
   Roy McClain   Jeffrey Harwell
   Omar Garcia
   

2009
   Wesley Calvin                         Sally Sarah Lewis
   Edward Czaplicki                    Richard Klitenick
   Stephen Selka      Phil Hogue
   Susan Weekley      Aaron Castillo
   Dr. Jerome Covington     Betsy Dietz
   Donna Feldman      Omar Garcia
   Bryan Green   Jeffrey Harwell
   Janet Hayes   Thomas ‘TK’ Kraker
   Robert Leiby   Roy McClain
   Kate Miano   Marcus Varner

2010
   Wesley Calvin                          Sally Sarah Lewis
   Edward Czaplicki                     Richard Klitenick
   Vernon ‘Vogue’ Davis              Stephen Selka
   Phil Hogue   William Hawthorne, MD
   Susan Weekley      Aaron Castillo
   Laurie McChesney      Dr. Jerome Covington 
   Betsy Dietz                     John Mumford 
   Donna Feldman      Omar Garcia
   Bryan Green   Janet Hayes
   Thomas ‘TK’ Kraker      Bruce Peele 
   Robert Leiby   Roy McClain
   Michael Philip      Kate Miano
    Marcus Varner
      

2011
   Sally Sarah Lewis                     Richard Klitenick
   Vernon ‘Vogue’ Davis               Stephen Selka
   Aaron Castillo            Phil Hogue
   William Hawthorne, MD           Susan Weekley  
   Laurie McChesney   Dr. Jerome Covington 
   Betsy Dietz                  John Mumford 
   Donna Feldman   Omar Garcia
   Bryan Green   Janet Hayes
   Thomas ‘TK’ Kraker   Bruce Peele 
   Robert Leiby   Michael Philip
   Kate Miano   Marcus Varner
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2012
   Wesley Calvin                       Sally Sarah Lewis
   Vernon ‘Vogue’ Davis           Stephen Selka
   Ross Elwell   William Hawthorne, MD
   Susan Weekley   Laurie McChesney
   Betsy Dietz                  John Mumford 
   Donna Feldman   Bryan Green
   Janet Hayes   Bruce Peele 
   Robert Leiby   Michael Philip
   Kate Miano   Marcus Varner

2013
                              Bryan Green       Christopher Elwell
     Laurie McChesney               Marcus Varner
     Susan Weekley                   Betsy Dietz
     Ross Elwell                           Donna Feldman
                     Frank Garner                         Kate Miano
                        Bruce Peele                           Jerry Jackson, MD
                            Michael Philip                        Robert Leiby
    Erica Hughes-Sterling            Gregory S. Oropeza 
                E. Scott Pridgen
                                               

2014
                        Christopher Elwell       Donna Feldman                                                         
    Laurie McChesney                 Frank Garner
                             Marcus Varner                         Bryan Green
          Kate Miano                              Jerry Jackson, MD
         Ross Elwell                              Robert Leiby
                              Neil Chamberlain                     Gregory S. Oropeza
    Betsy Dietz                              John Spotswood III
                             Mark Warmouth                       Erica Hughes-Sterling
                           E. Scott Pridgen
      

2015  
                              Christopher Elwell     Donna Feldman 
                              Laurie McChesney   Frank Garner 
                             Marcus Varner   Bryan Green
                           Kate Milano   Jerry Jackson, MD
                          Neil Chamberlain   Robert Leiby
                             Betsy S. Dietz   Gregory S. Oropeza, Esq.
                           Ross Elwell   John Spottswood, III
                            Mark Warmouth                   Erica Hughes-Sterling
             E. Scott Pridgen
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APPENDIX E
HONORARY BOARD MEMBERS

   John Jak Warburton   Gordon Ross
             John Ma Evans   Carol L. Rogers
   Ron Herron   Gerald R. Frantz
   Joseph G Pais   Amy Culver-Aversa
   Dr. Richard Chiroff   Rev. Eugene Quinlan
   Mary S. Spottswood   Edward Czaplicki
   Lura Gorman   Matthew Helmerich
   Peter Herrick   Alan Van Wieren
   Robert E. Nesbitt   Benjamin Hershenson, Ph.D.
   L.A. Meyers   Charles A. Lamb
   Salvatore Rapisardi   J. Jefferson Overby
   Sue Sellers   Fr. Tony Mullane
   Robert Warren   Betty Rubenstein
   Alan Wimer   Vera Schiff
   John B. Holder   Frank N. Romano
   Dr. Mark Whiteside   Steven M. Torrence
   Michael Miarecki   Thomas Schmitt
   Dr. Larry Siegel   Ed Seebol
   Adrian Davies   Ralph Wright
   David Brakebill
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APPENDIX F
Key West AIDS Memorial

 The Key West AIDS Memorial is a tribute to the people who have died of 
AIDS, and have shown a love of the Florida Keys by living, working or visiting 
here. The names are inscribed on Zimbabwe granite and embedded in the 
walkway approaching White Street Pier.

 The Key West AIDS Memorial is maintained by the Friends of the AIDS 
Memorial Inc., a local nonprofit organization that maintains the database of 
names and corresponding website, and underwrites the Memorial’s expenses, 
including the engraving of names, upkeep of the Memorial, seating, and 
landscaping.

 

AIDS Memorial, photographs courtesy of Victoria Harden

 Since 1998, the Friends of the AIDS Memorial have organized Key 
West’s annual World AIDS Day commemorative ceremony which is held on 
December 1st at the Key West AIDS Memorial. The ceremony begins with 
a community-wide candlelight march down White Street during which the 
annual Reading of the Names begins. Once the march reaches the Key West 
AIDS Memorial, the reading of the names continues with Key West dignitaries, 
community leaders, friends, and family members. It is a true testament to 
the community’s commitment to our One Human Family. Each year the new 
names to be added to the Memorial are recognized.
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TALK TO A PREVENTION SPECIALIST TODAY!
www.AIDSHelp.cc

Got PrEP? Maybe you should.

SAYING “YEP” TO PREP IS THE
POSITIVE WAY TO REMAIN

NEGATIVE.
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