
     The need for HIV service and prevention program funding continues to grow, yet Federal funding has basically remained at the 
same levels for years, say PWA community leaders. Funding for programs such as the AIDS Drug Assistance Program (ADAP), part 
of the Ryan White CARE Act,  must therefore be increased to keep pace with existing service needs and added needs of people re-
cently diagnosed with HIV and AIDS.  

     Federal AIDS funding was initially adopted as “emergency” legislation, explains Gary Karch, a member of the national AIDS 
Treatment Advocacy Coalition. Unfortunately the HIV/ AIDS pandemic has not gone away but gotten far worse, so it is important 
that program funding be converted into entitlements rather than short-term emergency appropriations. 

     Towards this effort, several Michigan PWAs spent two days in Washington, DC, as part of the AIDSWatch Advocacy Drive dur-
ing May. The advocates had appointments with legislators and staff members from 15 Michigan congressional offices, discussing 
issues such as Ryan White CARE Act funding, increased funding for ADAP, ideology replacing science in Centers for Disease Con-
trol and Prevention initiatives, the Minority AIDS Initiative, and our world-wide responsibilities to the HIV pandemic. 

     For information about the federal funding crisis and its impact throughout the country, check the National Association for People  
with AIDS (NAPWA) website at www.napwa.org and the AIDS Treatment Advocacy Coalition website at www.atac-usa.org. 

D E TROIT  H IV T OWN  H ALL ME E TIN G  
H E LD  TO  ACCE SS PU BLIC O FFICIALS  

PW A  A dv i sor y  Gr ou p 
N ew slet t er    

PWA AD VOCAT E S CALL FOR MORE  FE D E RAL FU N D IN G 
T O  PROT E CT  T H RE AT E N E D  H IV/ AID S PROGRAMS 

     A HIV Town Hall meeting August 2 in Detroit allowed people living with HIV and AIDS an op-
portunity  to meet and discuss concerns with people who can make a difference in HIV/ AIDS pro-
gram development and funding. 

     Attending the event were representatives of federal, state and regional government. U.S. Rep. John 
Conyers, of Michigan’s 14th Congressional District in which this Town Hall meeting was held, said 
citizens need to become educated about the political process and to work with elected officials, ex-
plaining the special needs of HIV-positive people. 

     Congressman Conyers strongly encouraged HIV/ AIDS community members to hold similar meet-
ings in other Michigan congressional districts so fellow lawmakers will become better educated about 
critical problems faced by HIV-positive persons. 

     “There are people who don’t care about this epidemic,” Rep. Conyers said. “Unless you are holding 
someone accountable, nothing is going to change.” 

Continued on page 3   
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     The Michigan Positive Action Coalition (MI-POZ) is a group of people with HIV/ AIDS advocating for persons living 
with or at risk of this disease.  Its goal is to increase grassroots leadership and participation by PWAs in legislative activi-
ties through training and capacity-building. MI-POZ also seeks to increase legislators’ knowledge, accountability and re-
sponsiveness to issues that affect their constituents living with HIV/ AIDS, leading to more support of HIV care and pre-
vention activities. 

     “ One of the goals of MI-POZ is to inform PWAs and the community at large of legislative and health policy issues 
which impact HIV prevention and care,”  says Program Director Mark Peterson.  “ MI-POZ serves as an independent 
voice of PWAs, free from restrictions on speech or activities. MI-POZ acts as an informed, educated and empowered 
group of citizens.”  

     Developing more advocates within the HIV community was the focus of MI-POZ’s first legislative training session 
Aug. 16, provided with support of the Michigan AIDS Fund.  This training taught the structure of federal, state and local 
government and gave suggestions for effective ways to communicate issues to elected officials. 

     Ferndale, MI, City Councilman/ Mayor pro-tem Craig Covey told participants the importance of remaining  upbeat, 
clear-cut and brief to make a good impression during personal visits with elected officials.  He also cautioned persons 
making legislative contacts not to exaggerate issues or to threaten officials as these severely damage your credibility and 
often create resistance to the official helping with HIV/ AIDS issues in the future. 

     MI-POZ Legislative Director Rick Otterbein described the legislative process and how HIV programs fit within 
the federal budget process.  He reviewed the many steps that go into passage of a law and/ or the federal budget, and gave 
speaking points about HIV and AIDS for government officials during legislative visits. 

     Persons wishing to take part in future legislative trainings are encouraged to join the Michigan Positive Action Coali-
tion (MI-POZ) list-serve to receive notice of when upcoming sessions will take place can send a blank e-mail to: updates-
subscribe@mi-poz.org and a confirmation e-mail with instructions on how to use the list-serve will be sent to you. 

     Further information on AIDS issues can be obtained from MI-POZ online at www.mi-poz.org.  To learn more, you 
can also call MI-POZ Program Director Mark Peterson at (248) 545-1435, ext. 106, Legislative Director Rick Otterbein at 
(616) 581-4003, or Media Director Gary Karch at (269) 684-3859. 
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We need increased federal support to meet the needs for domestic and global HIV pre-
vention, care and treatment, research and housing.  All people at risk of HIV infection 
deserve comprehensive prevention and education just as all people living with HIV de-
serve comprehensive care and treatment.  We must expect nothing less from our nation, 
our President or our state government.  We have failed miserably. 

Congress makes many decisions that affect people with HIV/ AIDS.  To protect  your 
interests, you need to take action. Policymakers often claim that the reason for their in-
action on matters is that  they aren’t “hearing  from home” on the issue. Let’s not give 
them that excuse.  You never know when an issue may resonate with the elected official 
or their staff person.  You are a legitimate voice. 

 

Rick Otterbein, Legislative Director 

Michigan Positive Action Coalition 
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If passed, the initiative would represent the first time that our Michigan Constitution has been amended to enshrine, rather 
than to eliminate, discrimination against a group of individuals. 

Even if, with your help, we defeat this ballot initiative, same gender marriage will remain prohibited in Michigan.  If, however, this bal-
lot initiative succeeds, the highest law of Michigan will have singled us out for permanent, second-class citizenship.  We cannot expect 
ever to achieve in Michigan any measure of legal protection for our relationships through the eventual enactment of civil union legisla-
tion because, by our state Constitution, any such legal recognition would be prohibited “ for any purpose.”   Indeed, we can expect that 
any domestic partnership benefits that already have been extended by public employers will be eliminated and benefits extended by pri-
vate employers may be eroded.  Michigan will be recognized as an inhospitable environment for lesbian and gay citizens. 

I take this matter personally because our sons, daughters, nieces and nephews and their friends are reminded daily that their relationship 
does not enjoy any of the myriad legal protections automatically conferred on opposite gender couples from their wedding day.  They 
are denied more than 1,400 state and federal rights and responsibilities that are linked to civil marital status, including Social Security 
survivorship benefits, inheritance rights, income and state tax benefits, legal priority to make medical decisions on a spouse’s behalf, and 
even the unquestioned right to visit a hospitalized spouse.  If this Constitutional Amendment passes, we will be foreclosed even from 
seeking legal parity in Michigan. 

Please join me in the effort to defeat this Michigan Constitutional amendment. Please vote “ NO”  on November 2. The only purpose 
behind the proposed amendment is to discriminate.  Please contact your family and friends and ask them to vote “ NO”  as well.  

 

HIV  Town Hall Meeting continued from page 1 

     Consumers expressed concern about the manner in which  federal funding is used in the Detroit Eligible Metropolitan Area (EMA). 
Michigan Positive Action Coalition (MI-POZ) spokesman Mark Peterson expressed concern about distribution of Ryan White CARE 
Act funds in the Detroit EMA, and spoke of the need for additional and timely allocation to funded agencies to provide direct care. 

     These funding concerns were acknowledged by Jewell Martin, administrator of the Detroit Department of Health and Wellness Pro-
motion HIV/ AIDS program. Southeastern Michigan HIV/ AIDS Council (SEMHAC) vice-chair Elizabeth Dawsey also reported on 
the way SEMHAC directed funding for Detroit and the six surrounding counties of the EMA. 

     Speaking on behalf of the Michigan Department of Community Health (MDCH) was Division of HIV/ AIDS-STD Director Loretta 
Davis-Satterla, who reinforced the importance of advocating with lawmakers to ensure AIDS program funding is not further compro-
mised.  Debra Szwejda, Manager of the MDCH HIV/ AIDS Prevention and Intervention Section (HAPIS), reported that the federal 
government had proposed flat-funding for HIV prevention programs for the coming fiscal year, following a cut in recent months.  She 
also described some of the new AIDS prevention programs being funded through HAPIS for the coming fiscal year. 

     Other topics discussed included the importance of faith-based organizations and the religious community in the fight against HIV 
and AIDS, voiced by Gospel Against AIDS co-founder Rosalind Andrews-Worthy and the availability of HIV-related resources in the 
Detroit Community AIDS Library reported on by Linda Draper from Wayne State University.  

 

BY RICK  O TTE RBE IN   

On November 2, 2004, you will be asked to vote “ yes”  or “ no”  on Proposal 2 to amend Michigan’s Constitution.: 

“ To secure and preserve the benefits of marriage for our society and for future generations of children, the union of one man and one 
woman in marriage shall be the only agreement recognized as a marriage or similar union for any purpose.”  

I feel compelled to request that you become an active ally in defeating the ballot initiative that would institutionalize discrimination 
against lesbian and gay people in the Michigan Constitution.  I emphasize the last six words of the ballot initiative because, regardless 
of how you feel about the issue of same gender marriage, we believe that those words alone should lead you to vote “ NO”  on amend-
ing Michigan’s Constitution.  Both Federal and Michigan law already define marriage as the union of one man and one woman, but 
those last six words would create new Michigan law.  Those words create a Constitutional bar to any legal recognition of the relation-
ships of same gender couples, including the possibility of civil union legislation and including existing domestic partnership benefits at 
least those offered by public entities like Michigan municipalities and universities.  

VOT E  AGAIN ST  PROPOSAL 2: 
A T H RE AT  TO  E QU ITY AN D  FAIR TRE AT ME N T 
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     Other sessions included:  Meds & Molars; Understanding 
Your Meds; HIV and Hepatitis C Co-infection; Legislative 
Advocacy; HIV Over 50;  Shadows of Stigma; Prevention for 
Positives; Return to Work; a 12-step meeting; and open dis-
cussions about living with HIV for women, heterosexual men 
and gay men.  There were also an affinity session to allow 
PWAs to talk with doctors, nurses and presenters one-on-one. 

     There were wonderful prizes donated for the raffle, and we 
want to thank those who donated or solicited for donations. 
The closing ceremony included an affirmation that stated our 
differences and diversity are what makes us all a family.  

     There were so many new PWAs who simply jumped in 
when needed, to assure the conference was successful, or will-
ing to assist on future planning bodies. The PWA Advisory 
Group, Conference Committee, and MDCH-HAPIS staff 
were all very instrumental to making the conference run as 
smoothly as possible.  The PWA Advisory Group would like 
to thank everyone who worked so hard in the planning and 
implementation of this conference, and to all who participated 
in the event.  Planning for the 2005 conference will begin 
soon, and community members are encouraged to participate 
in the process.  Watch upcoming newsletters for information. 

      

      

     The 6th annual People With HIV/ AIDS (PWA) Confer-
ence was held May 21-May 23, 2004, with more than 150 
people in attendance. Our theme was “ Standing Up, Stepping 
Out, and Living Out Loud.”   It was held in Ypsilanti, Michi-
gan, at the Marriott Eagle Crest.  The facility was very well 
selected; its rooms were nicely appointed and the food was 
also very good with many choices. 

     Participants were chosen from applicants, with priority 
given to persons who had most recently been diagnosed 
and had little previous experience with the HIV/ AIDS 
community.  There were new PWAs from every demo-
graphic group standing up when they would have otherwise 
sat down, inspired to step out to their communities and living 
out loud, simply by telling family members and others of 
their HIV status. 

     The opening candlelight ceremony, plaque dedication 
and poem recitation were very special. The opening plenary 
session was a timeline discussion about the struggles and 
challenges PWAs face from stigma and discrimination asso-
ciated with being HIV-positive.  It allowed participants to 
work together and discuss ways that in the future we could 
prevent HIV and AIDS in our communities.  

SIXTH  AN N UAL PWA CON FE RE N CE  RE PORT  
BY FE LIX SIRLS        

Each of us touch many others in our time on Earth, and are remembered with love and sadness when it is our time to depart. Following is a 
tribute to the life of CHOW Director Shawne Parker from his close friend, Rosalind A ndrews-Worthy. 
 
About My Friend… 
    Schawne was born January 7, 1967. Academically he excelled, winning a full scholarship to General Motors Institute. He later trans-
ferred to Michigan State University, earning a Bachelor’s degree in Chemistry in 1992. 
     Professionally, Schawne became President of Men of Color in 1993, and in 1995 became Patient Advocate at the Detroit Medical 
Center. He left that position to pursue his interest in public health, specifically HIV/ AIDS, at the Detroit Health Department. This 
led Schawne to become Director of Community Health Outreach Workers, Inc. (CHOW). He furthered his calling to combat the 
spread of HIV/ AIDS by helping to start Gospel Against AIDS in 1996. 
     While we worked side-by-side, we rarely if ever talked about work. Schawne was a friend in the true meaning of the word. We 
never took for granted the time that we spent together so we spoke about those things that were important in our lives. Our time was 
a time reserved for upliftment and encouragement. 
      I can tell you that he was a man of character and commitment. What mattered most to him was his family and close friends. I 
know that he loved Marius. And from that love he was considering adopting a child. 
     “ Do you think that I would make a good father?”  he asked me. 
     “ Are you kidding? Of course you would!”  I responded, surprised that he would even ask the question. 
     “ I just want to be a good role model,”  he said. 
     Articulate and dignified, Schawne’s ancestral nobility could not be denied. It just came naturally to him. He was a leader and a trail-
blazer, both vulnerable and strong. He was these things are more—worthy of any young man’s respect. 
     Schawne made his transition on June 26, 2004. His grandmother, who loved him dearly, almost immediately followed him on the 
same day. 
     I loved my friend so I admit to being “ biased.”  I can only see the good. If we learn anything from Schawne’s untimely homegoing, 
let us all savor every moment we have with our loved ones, give them their flowers while they are living. Our friends are gifts to be 
cherished, and for us to be “ biased”  about, and for us to see the good in them. Missing you my brother… Rosalind 

A Tribute to A Friend and Leader in the Fight Against HIV 
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front for everyone to see. HIV is 100 percent preventable, and abstinence is the only way to absolutely prevent HIV.  Along with the 
media our message should encourage our teens that it is OK to be virgins.”  

     Ms. Hall criticized government officials who want to concentrate all HIV prevention funding on abstinence programs, though.  “ We 
know people are sexually active at all ages,”  she explained, “ so a better strategy is to provide people the information and skills they need 
to protect themselves during sex.”  

     Another problem is that the news media often confuses HIV and AIDS, she said. She is also concerned that the media has mistak-
enly suggested that HIV and AIDS are less a problem or threat because there are so many new medications that can slow HIV disease 
progression.  “ But what people are not told is that more and more new HIV infections are diagnosed within the community each year, 
despite medical advances and prevention programs, giving people a false sense of security.”  

     “ There is this notion that HIV drugs are working so well that people are not using protection,”  Ms. Hall said. “ The media has spread 
messages that say people are living longer, not how many people have died in the last year of AIDS-related illnesses. But people are still 
dying.”  

BLACK , BE AUTIFUL & ALL BUSIN E SS 
CON TIN UE D  FROM PA GE  6 

D E PRE SSION  AN D  PE OPLE  WITH  H IV/ AID S: 
BY LYN N  R. ALLE N , MA, CSW 

     There is an illness physicians often forget is commonly associated with HIV and AIDS, and is far more common than realized. Stud-
ies of people living with HIV and AIDS find that nearly three out of four HIV-positive people experience clinical depression at some 
point in their illness.  Further, a third of physicians do not routinely even ask about their patient’s emotional concerns, missing an op-
portunity to identify problems, improve the person’s quality of life, and enhance long-term survival. 

     Meanwhile, many HIV-positive people are embarrassed to talk about their emotional problems, thinking them to be signs of weak-
ness or just part of HIV disease.  But choosing not to report your feelings of sadness and despair can make it impossible for your physi-
cian to make referrals to ease emotional suffering, or to recognize medical problems that are easily eliminated by changing treatment. 

     What makes depression different than just feeling sad?  Everyone has feelings of sadness and grief, but the major difference is when 
these feelings cause long-term changes in your ability to find enjoyment in life, and interfere with normal activities.  The risk is that de-
pression can contribute to people making terribly self-destructive decisions without even recognizing their consequences, up to and 
including killing themselves. 

     If you have been feeling chronically tired; have trouble concentrating, making decisions or remembering things; have problems get-
ting to sleep or are oversleeping; have been gaining or losing weight without trying; have been feeling irritable and/ or have recurrent 
thoughts of death that continue several weeks, you should talk about them to your doctor.  That is especially true if you are feeling that 
life is no longer worth living and are considering suicide. 

     It is important to realize that many HIV-related conditions and medication side-effects can mimic depression.  For example, a com-
mon side-effect of several HIV medications is severe fatigue and/ or anemia which can resemble clinical depression.  A specific HIV 
drug called Sustiva is well-known for causing side-effects like chronic nightmares and depression.  Since most PWAs are on combina-
tions of several such drugs, they may experience their negative side-effects as serious emotional problems. 

     A large number of HIV-positive people are co-infected with Hepatitis C, which often causes fatigue and lack of appetite, among 
other symptoms.  Hepatitis treatment may include interferon injections that are notorious for causing flu-like illness and emotional mal-
aise until your body adjusts.  Some people experience severe side-effects as long as they take interferon treatments. 

     Medicine side-effects aside, some people feel upset because each dose of their HIV medicine reminds them of being infected, and 
treatments involving injections may trigger a relapse of substance abuse.  Discuss these feelings with your physician, and remember that 
not taking your HIV medicine as prescribed lets the virus become resistant to many antiretroviral medications, leaving you with fewer 
and fewer weapons against progression of HIV to AIDS. 

Continued on page 8  
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     Given the upcoming major election and the many issues affecting all Americans, in-
cluding people living with HIV and AIDS, this newsletter has a strong focus on political 
action and issues such as funding that affect AIDS prevention and service programs. 

     Also featured is information that might be of interest or very important to your health 
and happiness, an article recognizing the hard work an advocate leaving Michigan has 
done to help people living with HIV, reports on recent PWA meetings, and the problem 
of experiencing depression while living with HIV with some potential solutions. 

     If you would like to read more about issues discussed in this newsletter, and/ or other 
information about HIV and AIDS, you may want to check out the following computer 
websites:  

www.thebodypro.com for information about HIV and AIDS medical matters  

www.mihivnews.com for information about federal, state and local HIV news 

www.michigan.gov.mdch for information about HIV programs of the Michigan De-
partment of Community Health, DHAS, HIV/ AIDS Prevention and Intervention Section  

www.nimh.nih.gov for information about mental health issues  

www.napwa.org;  for information from National Association of People With AIDS, and  

www.mi-poz.org for information from Michigan Positive Action Coalition. 

     When everything seems futile, trying to escape through drinking and drug use often makes things worse, preventing 
you from doing anything to make your situation better.  The ultimate escape, suicide, eliminates any possible path to hap-
piness and causes terrible pain to everyone who cares for you.  Fortunately, there are alternatives to these self-destructive 
choices, people you can seek to help you through your pain and to help you make life more manageable.  If you feel such 
pain, call your physician, your community mental health telephone crisis number, or your AIDS service organization case 
manager to assist with that contact. 
     Doctors, either primary care specialists or psychiatrists, may provide help by prescribing anti-depressant medicines.  
There are many types of anti-depressants available, but one thing to remember is that nearly all of them take two or three 
weeks to take effect, or “ kick in.”   Some people lose patience and stop taking their medicine after a short time, defeating 
the purpose of treatment.  Another thing to consider is that many people need to try several anti-depressants before they 
find the one that is most effective.  Keep in mind these medicines are usually helpful once they take effect and the best 
drug is found.  
     Many mental health professionals recommend “ talking therapies”  such as psychotherapy or counseling in addition to, 
or rather than, anti-depressive medication.  Many believe the best success comes from a combination of medicine and 
psychological counseling. Therapy or counseling can be obtained from licensed psychologists, social workers or counsel-
ors.  It can be helpful by giving an opportunity to identify and work through problems with an objective and unbiased 
professional.  Generally speaking, counseling helps people specify a number of  goals for a happier life, figure out what 
barriers exist to these, and find resources and activities to assist attaining your goals. 
      Participating in HIV support groups and/ or 12-step groups can be another release from hiding your HIV status, or 
other things that bother you.  Many people feel better talking about problems with others who share their concerns.  They 
find they are not alone and often learn ways to deal with problems with other group members.  Check with your HIV 
case manager for such referrals. 
     The bottom line is that living with serious conditions like HIV and AIDS is tough enough without the added burden 
of emotional pain and despair.  Get help to begin or continue the process of emotional healing.  It takes time, but happi-
ness is worth the trouble. 

A Message from the PWA Advisory Group Newsletter Editor: 

     Thank you for reading our news-
letter. We hope this issue is of interest 
and use to readers, and welcome feed-
back, contributions and story sugges-
tions for future newsletters.  

     Send input to the PWA Advisory 
Group Newsletter, Lynn R. Allen, 
editor; c/ o Michigan Department of 
Community Health, 2479 Woodlake 
Circle, Okemos, MI 48864. 



Black, Beautiful and all Business: Two Female PWA Leaders  
Speak Out About African-American Community Concerns 
By Lynn R. Allen, Newsletter Editor 

      
      Studies reveal that African-American women are being especially hard-hit by HIV, with increasing numbers of new infections 
occurring each year through heterosexual sex with HIV-positive men.  In fact, the Michigan Department of Community Health 
(MDCH) reported in a recent publication that 56 percent of Michigan women with HIV were infected through heterosexual sex. 
Additional studies show the proportion of diagnosed HIV cases in Michigan women has more than doubled in the last 10 years. 
      Part of the struggle to stop spread of HIV in our community is fought by dedicated people living with the disease, and two 
Michigan women have been particularly active in that struggle.  Both do community outreach to help others learn to remain free 
from the virus, are worried by what they see happening, and stress the need for more HIV prevention messages aimed at, and de-
signed for, at-risk African Americans. 
     “ HIV is hitting the African-American community very hard,”  Michigan HIV/ AIDS Advisory Council (MHAC) Community Co-
chair Paula Sirls reports. 
     “ African-American women represent 73 percent of infection among women nationally,”  adds MHAC member and community 
advocate Selvy Hall. “ The statistics are a lot lower than what is real.”  
     Both women agree HIV case reporting is missing a large number of people, making statistics less reliable.  
     “ Either way, the numbers are increasing rather than decreasing,”  Mrs. Sirls said.  “ There are many people being left out and not 
counted...and numbers will never be correct until the stigma and fear are removed.”  
     “ In communities of color what is happening is what has always happened, only exacerbated by history and economics,”  Mrs. 
Sirls explained.  “ There is a lack of communication, sex education and guidance; the family structure is under attack.  My opinion is 
that most HIV-negative people feel that they are not at risk.”  
     Of course, that is not exclusively an African-American problem, she continued.  
     “ As I watched the Democratic National Convention on C-SPAN and saw Hillary Clinton introduce her husband, it occurred to 
me that she could have been considered a high-risk heterosexual,”  Mrs. Sirls said. “ Say one of the ladies Bill Clinton had an affair 
with was HIV-positive? She is one of many women—Black, White, Asian and others—who have faced infidelity.  Thank God she 
didn’t become infected like so many other women.”  
      If people with HIV are unaware of their HIV status, or will not disclose their infection to sexual partners, it becomes all the 
more important that people take steps to protect themselves through use of latex condoms and careful choice of partners—but that 
is not always easy or possible when people cannot control their partner’s behavior, or fear abandonment and loneliness. 
     “ Burdens faced by many women, especially women of color, often put them at greater risk of HIV infection,”  Mrs. Sirls said. “ In 
many Black families, the women have to be both Mom and Dad.  At the end of the day she just wants to be loved, but there are not 
many men to choose from.  She will either stay with the person she’s with, or find a friend to spend some time with.  Health is the 
last thing on her mind.”  
     “ We need workshops dealing with continued behavior change to curtail the spread of HIV back into communities,”  Mrs. Sirls 
recommended. “ If there are no programs to deal with prevention—with mental and social behavior—the cycle will continue.”  
     Both Mrs. Sirls and Ms. Hall believe the increase in new cases, especially among African-American women, reveal a need for 
more and better HIV prevention programs.  “ Lack of funding is always a problem,”  Ms. Hall said. She identified the need for peo-
ple-friendly media that everyone can read, and especially for more peer advocates to work in the community and speak with at-risk 
groups.   
      She reinforced that advocates be members of the target groups— “ people who look like me” —and that it is easier for at-risk 
people to accept and understand prevention messages written at their educational level. 
     “ When I give workshops, I don’t announce they are about HIV, but about health issues or safer sex,”  Ms. Hall said. “ Otherwise, 
people push the messages off because they believe they ‘don’t apply to me’.”   
     Prevention programs should reach out to people at greatest risk, with HIV-positive persons teaching HIV 101 in all places of 
employment, and especially to members of the news media, Ms. Hall recommended. 
     “ If that could happen. we would be doing the world a justice,”  she said.  “ My hope is to make this world a HIV-friendlier place 
to live in. African-American women would benefit greatly.”  
     Increasing HIV prevention messages on television would be another important strategy, a way to help people who might not be 
reached otherwise, they agreed.  “ An excellent way to get the word out is to have celebrities speak out about HIV and AIDS,”  Ms. 
Hall said.  “ We get lots of calls from that.”  
     However, she is also concerned that the news media often misinterpret the HIV information they are given.  Another problem 
she cited is the practice of labeling people rather than identifying high-risk behaviors that transmit HIV.  These practices prevent 
people from knowing enough to make good decisions. 
     “ People of all colors should be aware that HIV truly doesn’t discriminate,”  Mrs. Sirls said. “ The messages should always be out  
 
Continued on page 7 
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Michigan Advocacy Exchange Program  Becomes History; 
Kendra Kleber’s Legacy of  Legal Advocacy Will Live On   
By Lynn R. Allen, Newsletter Editor 

     Michigan’s HIV community is losing one of its greatest advocates with the departure of Kendra Kleber, President and  
Director of legal services for the HIV rights-focused Michigan Advocacy Exchange (MAX), which will be closing its doors.  
Ms. Kleber will be returning home to New York at the end of September to spend time with her family. 
     MAX began representing HIV-positive clients in 2000, and has received federal Ryan White CARE Act funding from the 
Michigan Department of Community Health since November of that year.  Ms. Kleber provided legal services to between  
250 and 300 clients per year, along with another 500 each year through legal training seminars.  Many others have been served 
through the MAX website, and its anti-discrimination publications.  Those who have met and become friends with Ms. Kleber 
know her gift of self-expression, so following is her own account of what she and MAX have done for Michigan PWAs: 
 

     “ For the most part, clients have called with problems related to breach of confidentiality, medical records privacy, public 
and private disability benefits, discrimination by employers or landlords or health care providers or others, employment issues, 
prison conditions and access to care, and credit and collections problems.  The type of assistance that we provided depended 
entirely on what the client wanted and needed, after our evaluation of the issues and the likely ramifications of each alternative 
response.  Sometimes the client wanted a letter written to someone, sometimes they needed something far more aggressive. 
     MAX also serves without even knowing it.  One of the things I am most proud of is the type of problem-solving that is 
creative, effective, and completely un-countable.  For instance, three years ago we invented the Shut Up Project.  This is a 
series of ‘tools’ that a person with HIV can use, on their own and without even calling us, to protect their confidentiality.  
One of the tools is an article that explains the right to confidentiality of HIV status under Michigan law. 
     Another is a letter signed by me and on MAX letterhead that is addressed to someone who is talking about a person’s HIV 
without permission.  The letter is designed to let them know they are breaking the law, and that they really should just ‘shut 
up.’  And the last tool is a little card that could be left laying around where a blabber could find it, which has brief information 
about the confidentiality law on one side and MAX’s contact information on the other side.  The Shut Up Project materials 
are in more than 40 display racks all around the state, at health departments, doctors offices, case management agencies, sub-
stance abuse centers, and even a jail.”  
     “ MAX also has provided training on HIV-related legal rights and responsibilities,”  she continued. “ Through the MDCH 
contract, the trainings were underwritten for audiences of health care providers, the staffs of AIDS service organizations, or 
people living with HIV.  The trainings were an important part of MAX’s strategy to combat stigma and to define and defend 
the legal rights of people living with HIV, because it has been my fervent belief that most of the time, people who do the 
wrong thing don’t know any better.  Education— explaining legal rights and responsibilities in an entertaining but crystal-clear 
manner— is the secret to preventing legal problems well in advance of litigation. And I believe this so strongly that I am going 
to continue to provide HIV-specific legal training, but now it is going to be for a fee.”  

     Before beginning legal practice, Ms. Kleber was computer programmer, system analyst, and ran her own computer 
consulting company.  After law school she worked for firms specializing in auto negligence, prisoner rights and police 
misconduct.  But she says the best training she got for representing people with HIV and AIDS was working at Michigan 
Protection & Advocacy Service (MPAS), a statewide disability rights agency with a HIV/ AIDS advocacy program. 
     “ At the beginning, right after law school, I noticed that there were lawyers all over the state and the country working 
on issues pertaining to gay and lesbian concerns,”  she said. “ And there were tons of lawyers working on racial disparities, 
and gender-based discrimination, and even prisoner rights. But there were then, and there are now, still entirely too few 
people focusing on HIV-related legal rights and responsibilities.”  
     “ And once I got started at MPAS, I got angry with each new case,”  Ms. Kleber continued. “ I haven’t stopped getting 
angry yet, because it never ceases to amaze me just how much ignorance there is out there, and how it often manifests 
itself in really dumb, hurtful decisions. So I got started advocating for people with HIV because there weren’t many oth-
ers doing so, and that seemed impossibly unfair. And ever since, I’ve tried to turn every client or attorney I work with into 
an HIV justice deputy.”  
     “ I am a tool for my clients— nothing more,”  she said. “ I tell them that I went to law school so they don’t have to. But 
helping someone figure out how to talk to their boss, or how to handle the neighborhood gossip, or what their options 
are on a particular problem— that is the best way, I think, for all of us to end the stigma and move on to more important 
things, like finding out how much we have in common.”  
     While she has been the “ voice”  of MAX since its beginning, Ms. Kleber shares the success of MAX with many others, 
including the agency’s co-founder Chris Tabaczka, and its first board members, Derrick Anderson, Selvy Hall, and Bob 
Weemhoff.  At the September Michigan HIV/ AIDS Council (MHAC) meeting, community co-chair Sammye Stamper 
deeply thanked Ms. Kleber for her service to the HIV community. “ It will be impossible to replace her and she will be 
sorely missed.”  


