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“Boys who bleed”……… “The voice of thy brother’s blood crieth unto me from the 

ground.” Genesis 4:10

       The topic that I chose to research is the affect the AIDS virus had on the 

Hemophiliac community. Their community includes more than just family and friends; it 

includes the staff at their treatment centers. The comprehensive care team that is put 

together by hemophiliac treatment centers includes physicians, nurses, social workers, 

physical therapists, genetic counselors, and vocational counselors. That is the 

hemophilia’s culture. For those who have severe hemophilia they associate with this 

culture everyday of their life and the hospital becomes their home.

       The word “hemophilia” is derived from the Greek haima (blood) and philia (love). 

Hemophilia is defined by The National Hemophilia Foundation as a genetic blood 

clotting disorder linked to a defective gene on the X chromosome. A woman who has the 

defective gene is called a “carrier”, she carries the disease and can pass it to her children, 

and in most cases she herself has no symptoms. Only in rare cases are females 

hemophiliacs, and it is called “excessive Lyonization”. A son would have a 50% chance 

of receiving the defective gene, and 50% chance of receiving a normal copy. Boys who 

receive this defective gene have hemophilia. Men who have hemophilia do not pass this 

disease onto their sons because boys only inherit a Y chromosome from their fathers, 

however all men pass their X chromosome to daughters, making them carriers. 

Sometimes hemophilia occurs when a gene is mutated without anyone passing it down 

genetically. Symptoms range from increased bleeding after trauma, injury, or surgery, or 

sudden bleeding in your joints from simple tasks such as walking. In person with 

hemophilia one of the ten proteins in the blood necessary for clotting, does not work 

properly. The main two types of hemophilia are Hemophilia A, or classical hemophilia, 

that results from a deficiency of plasma protein called factor VII (also known as 

antihemophilic factor AHF
), and Hemophilia B, also known as Christmas disease
. This 

form results from a deficiency of factor IX
, another plasma protein deficiency. About 

85% of hemophiliacs have the form of hemophilia A and the remaining 15% have 

hemophilia B. Hemophilia affects all socioeconomic levels, races, and ethnic groups. 

There are approximately 20,000 people with hemophilia in the United States. Hemophilia 

has three levels of severity: mild, moderate, and severe. Those with mild hemophilia have 

prolonged bleeding only after surgery, tooth extractions, or major injuries. Persons with 

more moderate hemophilia have bleeding in joints or muscles fallowing relatively minor 

trauma such as a sprain or a hard fall. Severe hemophiliacs have much more frequent 

episodes of bleeding into joints, muscles, or organs with no apparent injury or cause; this 

can cause excruciating pain to you joints over a length of time. These definitions and 

descriptions are from a clinical point of view of what hemophilia is, but it goes beyond 

that, it is a psychological, economical, and social illness that does not affect just one 

person. So how does hemophilia affect these individuals and their communities? And, 

because the AIDS virus is transmitted through the blood, how did it affect those who 

lived off of other people’s blood donation? This topic is of interest to me because my 

godfather Sean McGinnis died from AIDS. He got the AIDS virus because he was a 

severe hemophiliac who took factor VIII every other day for over twenty years; he got 

the virus because the blood was infected. He wasn’t the only one that this happened to 

either; of the twenty thousand Americans that have hemophilia, over half of them 

contracted the HIV virus through the “medicine” that was supposed to save their lives, 

over five thousand of those men and boys have already died and the numbers continue to 

rise; The same issue is occurring throughout many other countries throughout Europe, 

Asia, Africa, and our neighbor Canada, but that is another research topic. This is a global 

issue that needed to have been handled by the United Nations, World Health 

Organization, and The Center for Disease control from the beginning instead of the drug 

corporations who were selling the gift of life. I am looking for a cause and effect link 

between two diseases, and the role they played in individual’s lives. I am focusing on 

Sean’s life to represent the lives of other victims.

       I carried out my research in a very non-formal manner because the emotions that are 

involved in my topic.  The people who I spoke with were, my Godmother Judy Horn-

McGinnis, former wife of Sean’s, Judy’s current husband, and one of Sean’s friends from 

college. I planned on speaking with another hemophiliac who has the HIV virus but he 

ended up going into “hiding” when the time came for an interview. I chose these 

individuals because they were involved in Sean’s life. They new him before contracted 

AIDS, and they were there when he died of it. Judy and Bill also remained involved in 

protesting this disaster, Judy helped other women whose husbands were going to die; 

they helped fight the legal battles, they were on the front lines. I contacted these 

individuals by making a simple phone call, from there, I set up a day where I would drive 

up north to Woodland, where Judy and Bill live, to interview them. I drove to their house 

on a Sunday afternoon, when I got there I showed them my prospectus so they could have 

some understanding as to what I needed to know. We decided I would speak with Judy 

first, so we went upstairs to her room. On the bed sat a box, she immediately walked to 

and pulled out some papers and a photo album. We sat down on the bed and she started 

talking. The box had lots of information for me to review when I got home. Some of it 

included old newspaper articles from the 1970’s and 1980’s, also an interview Sean had 

participated in about a year before his death. I felt like I had wonderful treasures in my 

grasp. His interview was able to provide me with plenty of insight into his world, and 

how he viewed his life-long situation. Judy also pulled out an old San Jose State 

magazine that had an article they both participated in about AIDS and its affect on their 

relationship; it was perfect. I did not read this stuff until I got home that night because I 

did not want to pre-judge the situation. Judy’s choice of our unstructured interview 

certainly played a role in her level of comfortableness. We were alone, in her safe haven. 

The interview lasted about three hours with interruptions not included. I didn’t ask to 

many questions, I just let her talk. I was almost afraid to interrupt her, thinking if I did 

she would not be able to talk anymore. She covered as much as she could, I felt, given the 

involvement of emotions. I documented our interview with field notes and eventually I 

moved to a tape-recorder when my hand started to really hurt. It is a good thing it takes a 

while to reach my pain threshold because the tape-recorder I used is so old it made the 

tape speed up so fast I cannot understand a word on the tape. Like always the good old 

fashion form of pencil and paper works best. Bill’s interview was also unstructured. It 

took place in the kitchen at the table. Bill’s background had a lot to do with the legal 

issues. Because the blood taken from donors was pooled, any contaminated that went into 

the pool would contaminate the rest. When people started to get sick and die, and more 

research was being done on AIDS, what at the time had no name, corporations did 

everything in their power to keep hidden the fact that the blood could be contaminated. 

He along with others would go and protest the companies. In the 1990’s he got wind that 

a lot of the blood that was being distributed to hemophiliacs was gotten from Arkansas’ 

prisoners, some of the most high-risk people you can think of. So his relationship to my 

topic deals with the situations on a broader level. I spoke with Bill during one of the 

breaks Judy and I took. Our interview was about two hours in length, and I chose to write 

what he said down. Bill also had documentaries for me to borrow that had to do with the 

prison scandal and hemophiliacs with AIDS. I felt very privileged because one of the 

documentaries will hopefully soon be released to the public so that everyone can know 

what went on in Arkansas while Clinton was the state governor and the president. My 

third interview with Sean’s other friend, Jerry, lasted about ten minutes. I just wanted to 

know how their friendship changed, or if it did; also, how he felt after he found out his 

friend had AIDS and after his death. This was a semi-structured interview because I had 

specific questions I wanted answered.

      Hemophiliacs are often referred to as the canaries of the coalmine. Coal miners used 

to set canaries loose into the mines and if they flew out in a hurry, it was a warning to the 

miners that poisonous gases were inside the mine. So the hemophiliacs were the canaries 

and the mines were the blood supply. They let the public know what was wrong with the 

blood because as soon as something goes wrong with the blood supply, the hemophiliac 

community is the first to know; the warning system for other public blood use. There is 

much history about how hemophilia has showed up throughout the centuries, it was once 

called the “royal disease” because the descendants of Queen Victoria either had the 

disorder or were carriers. (Inheritance of hemophilia, N.Y.: National hemophilia 

foundation). The grandson of Queen Victoria, Alexei Ramanoff, the last tsar of Russia, 

started the stereotype of hemophiliacs being weak. But I will skip ahead to 1948, the 

beginning of a “golden decade” for coagulation research. The postwar economic and 

political climate pushed young researchers to create the National Institutes of Health 

(NIH) to continue their research that would end up giving the longest running grant, 

continuing through the present day, to “Coagulation and Hemophilia”. Also, on June 15, 

1948, a man by the name of Robert Henery filed a certificate in the New York 

Department of State, creating the hemophilia foundation. It would be re-named a couple 

years later to the National Hemophilia Foundation, which became the main national 

voluntary health agency for hemophiliacs, advocating funding for research with their 

powerful voice in Washington D.C. Fredrick Rickles, M.D. described the “golden 

decade” as a time when protein chemistry came into being, and people began to 

understand more about plasma proteins. In 1952 the definition of hemophilia had 

changed, it wasn’t just people who were missing factor VII anymore. From that point on 

the disease was described as “a blood clotting disorder affecting males with two possible 

major protein deficiencies, either factor VII or factor IX.” But in the 1950’s medical 

practitioners remained unaware of the scientific advances in coagulation research and the 

usage of plasma. So whole blood transfusions and hospital stays remained the treatment 

for hemophiliacs. Physicians also did not know much about hemophiliacs, it was the 

patient who had to tell them what was wrong with them, and this “unkown” condition 

was. There was little trust put into the doctors because they did not know what they were 

doing. Sean, one of my deceased informants, in an interview before his death, speaks 

about how he viewed the doctors and his disease:

              “The beginning of health is to know the Disease” _Cervantes Don Quixote

       Sean McGinnis, a severe hemophiliac from birth lived by this quote. His mother was 

 a carrier of the hemophilia gene and had lost two brothers to this disease. Sean had a 

brother who was not a hemophiliac and two sisters who had a 50% chance of passing the 

gene on, they have not married nor have kids. His first visit to the hospital was at eight 

months old, from there on visits became regular. In 1962 His family moved from Detroit 

Michigan to Red wood city, California where he was referred to Children’s Hospital at 

Stanford because they were the center for Hemophilia. Children’s was and is a hospital 

for research to be done on specific groups of people such as hemophiliacs, those with 

cystic fibrosis, cancer patients, etc. Children’s became Sean’s home away from home 

since he would spend anywhere from two days to months at a time throughout the year. 

In fact, he would refer to it as being his con home. He would have to spend so much time 

in the hospital because there was nothing that could be done in the early 1960’s except 

lots of bed rest, ice bandages for swelling, and whole blood transfusions. As a child, for 

him to have gotten the amount of clotting factor necessary, he would have needed about 

five pints of blood, but couldn’t have that amount at one time because of the volume. 

Then Sean was switched to plasma, which was a little less volume, but in pulling the 

plasma the residue at the bottom of the bag was left. For years he was getting transfusions 

without much of this residue and not much of a difference was shown in his health. “All I 

did was watch and ask a lot of questions. The doctors would rely on me to tell them what 

I thought might be bleeding before it swelled up.”  Meanwhile, a researcher at Stanford, 

Judy Pool, had been working on what kind of residue Sean needed, and how to obtain it.

       “For more than fifteen years the medical world has known that a defect in plasma 

factor VIII (antihemophilic factor, AHF) is responsible for hemophilia A. In 1964, Dr. 

Judith G. Pool of Stanford demonstrated that factor VII could be removed from human 

plasma by cryoprecipitation, thereby making available a practical means of correcting the 

defect without overloading the patient circulation.” _The Prophylactic Approach to 

Hemophilia A; Hospital Practice Magazine, Feb 1971

      In 1964, Sean was eight years old and in the hospital for a throat bleed; “I had gotten 

hit in the throat with a rock, trying to steal all the candy. My friend and I had gone on a 

bottle drive and bought candy with the money we got, he wanted to keep the candy at his 

house and I wanted it at my house, so he threw a rock at my throat.” He explains in an 

interview back in 1986. Since there were no products then, the only cure was bed rest, but 

bed rest didn’t cure bleeds; Sean was dying. “They told me they were giving me last rites, 

and then Dr. Judy Pool came up from downstairs with cyro, which is the frozen 

concentrate of factor VIII, and tried that. In two hours I was eating instead of dead.” Dr. 

Pool had saved Sean’s life. Sean was then able to keep viles of this at home in the freezer 

and inject himself whenever injury or swelling would occur. His mother remembers him 

as being a maniac as a child. One day while she was outside with him, talking to one of 

her friends, he snuck off and stole a neighbor’s motorbike. He came riding down the 

street out of control, going as fast as he could. His mother’s friend and herself had to 

jump out of the way into the bushes before he crashed into them. So to be able to inject to 

factor at home was extremely convenient for situations such as this. “Boys will be boys! 

and it is hard for them to not be able to run and play like the rest of their classmates.” 

Sean had to be the expert on hemophilia, even to the hematologist
, to let everyone know 

what was going on with his body. Even at a young age he felt he needed to watch the 

doctors every move and know what medications were being used because if he didn’t 

they could slip up and he would be dead. At eight years old Sean learned how to 

administer his own infusions of factor. “Patients can usually sense that a bleeding episode 

was coming on-a joint is tender, stiff, or just feels full; or they know they have taken a 

tumble. With home administration the earliest possible treatment of any suspected 

hemorrhagic event is feasible. This prevents needless hospitalizations, school absences, 

and lost work time.” _Hospital Practice Magazine. Because of this invention Sean was 

able to develop into his teenage years with others his age.  “Boys who a few years ago 

would have faced life as cripples can now be almost as active as normal children. I could 

not play contact sports, but I found other enjoyable things to do.” Sean was able to go 

from a disabled to abled, though he still used crutches. He loved backpacking, hiking, 

taking things apart and putting them back together (like cars). He loved to use his hands 

      Coagulation
 research had flourished in the 1960’s, supported by government funding 

by the NIH and the growing plasma industry. Many young medical students were 

encouraged to become specialists in hematology, and to study the hemophiliacs at 

different university hospitals around the nation. This also made the investing plasma 

products a good idea. So many national and international entrepreneurs entered the 

“blood business.” Cutter Laboratories, Inc., of Oakland California, collaborated with 

Stanford University, which helped lead to Dr. Pool’s discovery of cryoprecipitate
 

because they provided her with large containers of frozen plasma from Japan. So after her 

famous discovery, word spread quickly that “the outlook for treatment improved 

overnight.” Cryoprecipitate was widely adopted as the routine treatment for classical 

hemophilia. It could easily be produced, was safe, and inexpensive, so everyone thought.

Local chapters of the NHF made arrangements to obtain cryo from blood banks. They 

solicited donors, who would either come directly to the blood banks or to the mobile 

processing places. Blood donation drives were set up around nicer communities, such as 

Sean’s. A truck that looked like an ice cream truck used to drive around the neighborhood 

weekly for people to donate their blood into his personal “bank account.” But in larger 

cities blood banks were set up in the slums, and money was given to those who wanted to 

give blood; the main people who sold their blood were drug users, alcoholics, and bums. 

To meet the demand for more services, the professional staff expanded the NHF’s
 focus 

to include the emotional, social, educational, and vocational aspects of living with 

hemophilia. In the book “Blood Saga”, Susan Resnik talks about the psychiatrist David 

Agle’s work about the psychological “features” of the bleeding disorder, and patient and 

family adaptation to the disease. Agle described a “counter-phobic” behavior in some 

hemophiliac boys, meaning they would indulge in reckless, dangerous activities in an 

attempt to ward off their fear of injury. These studies led to counseling approaches that 

included family therapy with it. I think this is so important, because it is important for a 

family to understand that reckless behavior is part of boyhood, and fearing that you will 

injury yourself, which is not a natural thing for a boy to do, is hard for him to deal with 

without help and support from the family. This “counter-phobia” was something Sean 

seemed to have a bit of because he was constantly performing dangerous stunts 

throughout his life. The NHF continued to work harder in each chapter to provide 

assistance to those with hemophilia, they got the red cross involved, and only wanted to 

make things better for the people; while the corporations realized what a great business 

blood was becoming. 

      When Judy met Sean, they were both attending San Jose State University. Sean was 

also working at Children’s Hospital. He would tell Judy that in his adolescence he never 

thought he would get married and have a family, but factor VIII saved his life, and now, 

in 1979, at 21 years of age he was able to attend college, have a career plan, be thoughtful 

about his decisions, and as she says in our interview “find a beautiful and wonderful wife 

to start a life and family with”. She goes on in a shaky voice, fighting with some papers 

“Sean loved to bullshit people and tell them different stories about his injuries. To one 

person he would say he had an old surfing injury, and to the next he would make up an 

entirely different story.” In reality he had osteoarthritis in his joints, which meant he had 

no more cartilage and “messed up bones”. This was because severe hemophiliacs have 

internal bleeding, even when they walk, so the joints would “swell up like a cantaloupe”, 

as Judy puts it, “with blood.” What then happens is, white blood cells that destroy foreign 

bodies in your vascular system, get into the joints that bleed, eventually destroying 

everything. In Sean’s case, his knee and elbow would constantly bleed, so he had a lot of 

problems with them. Judy then tells me a story about how one day Sean and his friends 

took the bus, and then hiked to a beach to do whatever it is guys do. “Sean’s knee blew 

up while they were on the beach because it had started bleeding inside after their hike. He 

hadn’t brought his factor with him, and he was in danger. His friends carried him all the 

way back to the bus, and they took him to the emergency room. Sean loved to also 

educate his friends about hemophilia or cars, you father being one of them. He loved his 

friends, and they were loyal to him. He was   a charmer and knew how to talk to people. 

A wonderful speaker.” 

      As Judy is saying all this she continually removes her glasses and rubs her eyes, then 

puts them back on. It sounds like she is trying to be strong and not cry, but I can see and 

hear in her voice this interview is hard. I feel sad that I asked her to take this particular 

trip down memory lane, and we have not even reached the main issue. I wonder if she 

will be able to continue speaking about her deceased husband.

     “I thought I would be able to handle starting a relationship with Sean; with the factor 

VII product, his hemophilia sounded under control. And I thought this man would be 

worth it.” Judy was studying to be an occupational therapist, and was already working 

with people who had disabilities; Sean wasn’t out of the norm. What was a problem, as 

talk of engagement came about, was the cost of Sean’s medical bills. His medical bills 

were around $30,000 a year. It was Sean’s biggest job to keep that paid for. When he 

turned 21, he was dropped from his father’s Blue Cross policy, but needed to have he 

medical insurance to get the bills paid for. Normal people were able to go out and get a 

job at the gas station and make $3 an hour and be fine, but Sean couldn’t do that. So he 

got Medi-cal, but to stay on Medi-cal, he wasn’t allowed to earn over $60 a month and 

you can’t work. He needed to be on medi-cal though because of his gigantic medical 

expense. Every month you had to send in paper work and Sean would mess up on 

something, then get kicked off of insurance, and have to avoid going to the hospital. After 

this happening a couple of times and getting “hairy”, He went on SSI (Supplemental 

Security income). They paid him $420 a month, but his rent was $500 something, and he 

was not allowed to work. “With SSI if you work 9 months after the point that they give 

you SSI, you are never entitled to it again in your life.” That meant something needed to 

be done about the money/insurance issue. Sean did not finish school at SJSU because he 

quite to work. He started to work at Children’s hospital at Stanford making orthotic 

devices for the children’s limbs, but they offered him no coverage because he was now an 

adult. There was a last result to fall back on and that was the Genetically Handicapped 

Peoples Program, something that Nixon pushed for and made available in 1974. They 

helped to cover the rest of the bills that someone with a genetic disease could not pay for. 

Because of that to fall back on, Judy did not see any problem big enough to stop the two 

from getting engaged; so in the fall of 1982 they were engaged.

      As the 1980’s began, and Reagan became president, the role of the government in 

protecting the people’s welfare and civil rights went down the drain. As part of a 

campaign to slash funding for the U.S. Public Health Service, both the CDC and the 

MCH
 were designated to make budget cuts, but the Hemophilia Treatment Center 

Program’s level of funding remained. The reputation of hemophilia was not viewed 

anymore as a disease, but instead as a chronic illness that could be managed. The 

executive director of the NHF, at the time, said, “The hemophilia success story is 

summed up by the fallowing equation: Clotting factor concentrates plus comprehensive 

care equals home infusion therapy, which in turn equals free, independent lives for 

people with hemophilia.” There was no reason for Judy to see a problem in marrying 

Sean, no women would see a reason if their husband just had a chronic illness. While 

Judy and Sean, and many others in the hemophiliac community enjoyed the new control 

they had over their genetic disorder, the gay community was celebrating their 

promiscuity; “sex was part of political liberation”, and they had the freedom of “intimate 

association.” There was a strong sense of “communitas”, especially in San Francisco, 

where bathhouses and sex clubs “thrived, and so did venereal and enteric diseases.” The 

gay community wanted to be viewed as respectable citizens, so they donated their blood 

to the local blood bank vans that just happened to be in their area. According to blood 

bank officials, in the year on 1980, 5-7% of the blood was collected from the gay 

community. 1980 was also the first year that gay men started to fall ill from “strange and 

exotic aliments”. The official documentation fro the CDC was in the summer of 1981, 

when it commented on five young homosexuals that died from pneumocystis carinii 

pneumonia
, the men also had a type of rare skin cancer known as Kaposi’s sarcoma. But 

the media and everyone else did not want to have any association with he gay 

community.

      In 1982, the CDC got some phone calls about three specific hemophiliacs who had 

died of pneumocytis pneumonia, when the cases were investigated an epidemiologist at 

the time wrote in his report that this would become an epidemic in the hemophiliac 

community. By July of 1982, medical bulletins were being sent out to the NHF, and their 

chapters.

      “It was late in 1983, and Sean called me saying he heard on the radio that a gay 

disease that was killing gay men through sexual contact may also be in the blood that is 

being used to treat hemophiliacs, or other who have had blood transfusions. But 

hemophiliacs were at a high risk of getting this (unnamed at the time) disease.” They 

went to a hemophiliac convention and the people told them not to worry because the 

pooled blood had heat treatments to kill hepatitis C and whatever this new disease was, 

also that the blood wasn’t being taken from gay men so everyone was all right. So Judy 

was fine with everything, but Sean wasn’t. His mother had been warning him for years 

previous to this because she had read a book about the blood being pooled, and how easy 

it was for it to be contaminated. Sean said “I can’t marry you Judy if this disease is in the 

blood because my blood is pooled from thousands of donors.” Judy just did not see the 

significance or think they would be affected by any of this. But Sean put his foot down 

and told her he wouldn’t endanger her, and they were not getting married. “That got my 

attention!” she said, “So we went to San Francisco General hospital because it was the 

gay capital of the world. A clinic had been set up there to council people on what was 

being called at the time, HT LV III. We were the first straight couple to come into the 

clinic. At the time, Sean probably was HIV positive, but there were no tests. The nurse 

wanted to test Sean’s T-cells and how hard his immune system is fighting, but by being a 

hemophiliac, his immune system was already low. The nurse was also asking about 

symptoms that occur in the late stages of AIDS. The medical doctors and nurses ended in 

telling us not to worry because we were heterosexuals, and the gay people were having 

anal sex which is less elastic, but the vagina has more elasticity, so we shouldn’t worry 

about a thing. Sean said there was no way he would take a chance infecting me, so we 

used a condom. Not everyone was so lucky. There were men who infected their wives, 

and the wives died before the men did from AIDS. Also, people who had children while 

being HIV positive and not knowing the dangers. If you weren’t gay you had nothing to 

worry about, Sean knew this was wrong, he knew. In 1984 the community wasn’t 

receiving any messages about safe sex or that the factor could be contaminated so we 

went around talking to people about safe sex methods. We would give out condoms and 

let people know they should use contraceptives. But for severe hemophiliacs, like Sean, 

there weren’t many options about the blood. He cut down his usage of factor and started 

rapping his legs and icing them instead; that led to missing more workdays because of 

chronic pain from old injuries. But Sean had a great spirit. He loved life and he loved 

himself.” At this point I start laughing because Sean’s astrological sun sign was a Libra, 

and in my opinion the biggest characteristic of a Libra is the fact that they truly love 

themselves more than anything. I share this with Judy and she chuckles because she 

already knew this. Then she tells me about what Sean would do for Halloween at 

Children’s. “He would love to dress up, but he always waited for the last minute to get a 

costume, so he would end up with the ones nobody wanted like a gorilla. So he would 

dress up and terrorize the nurses in the wards to make the children laugh. This hospital 

was filled with children who had life-long diseases, who all were going to die sometime 

between then and their twenties and if lucky, their thirties; he went in and made them 

have fun, and stop thinking about their terminal sickness, they loved him.” I asked Judy 

why she thought Sean never let his disease never stop him from doing anything, instead 

spent his days helping other children with such sicknesses. She told me that he would 

always say “In order for me to be equal to a non-disabled person I have to be better and 

work harder to master something better then them.” As she starts her next sentence she 

chokes back a little sob, “he was an over-achiever. He decided we would get married as 

long as condoms were used.” After this sentence, Judy told me she need to take a break 

and step back a moment. She sits on the bed looking through a scrap book she made of 

Sean and other hemophilia’s that have passed away, also of women who have died from 

their hemophiliac husbands infecting them. She shows me what is in the book.  “Here is a 

quilt we made in memory of Sean, This is a man who died, this was the president of the 

Hemophiliac Foundation, he died. This lady died before her husband did.” As she showed 

me this I thought to myself, here is a book of people who died because of other people’s 

mistakes. “Aunt Judy, how did you live being surrounded by death?” She laughed a 

somber laugh and thought about that question. “You know, I went to so many funerals of 

young people dying, I don’t even remember everyone’s name. I remember the faces, the 

faces of men in there twenties; Twin boys who couldn’t even live a full life. Recently I 

went to a funeral of a lady who was in her eighties, she lived a full life. I wanted to 

scream out to everyone who was sad and mourning her death, halleluiah, this lady lived! 

She had a full life whereas so many others were cheated out of theirs.” I didn’t no what to 

say to her, she was right.

       “After we got married, we went to a symposium were someone from the CDC did a 

presentation about the possibility of getting the diseases Hepatitis C or HP LV III, and 

dying. I remember there was so many people, all hemophiliacs and their families, we 

were in Berkeley, high up in a building and there were these giant windows, I wanted to 

jump up and scream, take the chairs and throw them through the windows. I was so 

angry, everyone must have been; but we all sat there in dead silence. I wanted to scream 

out to the people, don’t you hear what this man is telling you! He is saying our husbands 

are going to die! The man said that a lot of the hemophiliacs had contracted this disease 

and some had died already, why didn’t they tell us? Then, we split up. The men went into 

one room, wives, mothers, and sisters into another. No one knew what to say, we did not 

understand, how could something like this happen, and why, I just got married.” Judy 

went on explaining that eventually s woman started to scream, all the women started to 

sob. The lady ran out and all the women fallowed her, and that was the end of the 

meeting. Judy and Sean continued talking to couples about safe sex practices and the 

importance of it. In 1985 Sean and Judy moved to Minnesota for Sean to finish his 

schooling at Voal Tech, through the University of Minnesota. It is an orthotic and 

prosthetic practitioner program. Before they had left, Sean was making curass ventilator, 

a device that replaces the iron lung, not many people could do this. So they were in 

Minnesota, and Judy had started working at a clinic as the only occupational therapist, 

she was seeing twelve clients in an eight hour day, way too many. She was becoming 

stressed out and had to see a therapist. Then she was offered her dream job at a clinic 

were she would just be the head occupational therapist, not the only one. Everything was 

wonderful, so great that she started to go into denial. “I started talking to Sean about 

starting a family and how I wanted to have children with him. I would have visions of 

seriously hurting myself; this scared Sean because he did not understand how I went from 

being an activist to not wanting to deal with the situation by ignoring it. It was nearing 

the end of December and Sean kept on getting really sick. He would develop a cough and 

cold that would not go away, then a really high fever that would not break.” 

      At this point Judy stops her conversation and says she will be back because she has to 

go to her church group. She also says she needs a break and to re-group. I desperately 

want to tell her it is not right to run and hide in a religion to escape the pain, but it is just 

my opinion, so I just tell her to have fun. How unfair she must have felt life was; newly 

married to a man she loves with her whole heart, and then slowly he is being taken away. 

When she gets back we finish up our interview.

      “It is New Years Eve, and Sean developed a fever that would not brake. It reached 

104 degrees and I called the hospital. They told me to put him into the bathtub with cold 

water and ice to break the fever. I thought to myself, how am I supposed to get him in 

there, I can’t lift him, and I’m not strong enough. It was one in the morning, and I have 

no one around to help, no one to call; I felt so alone. Somehow I got him into the tub and 

Sean just started to shiver, he was shaking violently from the ice-cold water, but the fever 

would not break. I had to take him to the hospital. I must have called somebody because I 

can’t imagine driving him to the hospital in that state of mind; I can’t remember. So we 

got there, they eventually broke the fever, but they also found out he pneumocystis 

pneumonia, this is a symptom of AIDS, so they ran a test, and found out he had AIDS. I 

had stayed with him the whole night there, so I went home to take a shower when they 

told him. So he called me at home and told me to come back to the hospital; I knew he 

had AIDS, I could hear it in has voice, but I just kept on saying to myself that if I get 

dressed up and look pretty it will be alright, beautiful people don’t have bad things 

happen to them. When I saw his face, I started to sob, I crawled into bed with him and we 

laid there. I did not know how I was going to tell my family, his family, our friends. It 

was New Years Day, and Sean had AIDS. What a way to start off the New Year; I felt 

like I was just run over by a big truck. I called my dad back in Texas and started 

blubbering; I didn’t know what I was talking about and neither did he. I guess I must 

have eventually got it out because he was there the next day to take care of me. He took 

the front seat and let everyone now what was going on. I called your mother and she told 

me to come home. I do not want to relive the feelings I felt that day, it is too devastating, 

and I can’t talk about it. After Sean was released from the hospital my dad left and my 

mother came, she helped us pack everything up, and we moved back to San Jose within a 

month. Sean wanted to finish his classes, so he did all the work really fast. He was set to 

graduate in March, but he finished in February. It was hard having to move back; I had 

planned on staying in Minnesota for a while. I had just gotten my dream job, Sean was 

finishing school, we had to switch gears and come back to old friends, family, and the 

treatment center.” This is the point were Judy could not handle talking about her 

deceased husband or reliving their accounts. So I start talking about an old apartment 

they lived in. “ We were making Halloween costumes, and Uncle Sean was sitting on the 

couch with an IV…it was a beige or mustard colored couch…the bathroom was on the 

left when you walked into the hall…” I told her I did not know if these were real 

memories or if my mind had made them up, she said they were. “You were four years old 

then, it was Sean’s last Halloween. Do you remember at his funeral you sat on my lap 

and told me not to be sad because everything would be all right? You sat there and let me 

cry on your shoulder and just smiled.” I told her I didn’t. 

      Sean had died within a month of that Halloween in 1987; I do not have an exact date 

because no one seems to remember. They just know it was in November. This wonderful 

man had touched many lives while he was here on this earth and many people were hurt 

when he left, especially his wife he left behind. She has had to deal with depression, and 

a nerve disease that was brought on by stress and becomes extremely painful. She also 

has many repressed memories that are kept hidden somewhere, she told me her memory 

is best kept hidden away and the church helps her to do that. Her life will forever be 

changed. Judy told me this happened to many women. After Sean died she helped out 

some ladies who were going through the same ordeal. A group called Women’s outreach 

Network for the NHF (WONN) was formed, and Judy was a part of it for a while, until 

she could not deal with the pain any longer. The goals of this group was to decrease the 

psychosocial and physical risks of HIV to women and their offspring; to mobilize and 

empower women to promote their own well being and the well being of those around 

them, and to contribute to the creation of humane and supportive local, national, and 

world climates for all individuals affected by HIV. Many women were left devastated, 

alone, confused and angry, many families, friends, sons, and daughters. They did not 

understand how someone went from having a chronic illness to dying of the “gay 

cancer.” Having AIDS did not mean just fighting the illness, until your body can’t fight 

anymore, it meant fighting the stigma that was incorporated with the disease. Because 

hemophilia was a disease boys had, it became easy to label them as getting the gay 

disease because they were gay themselves. That was something Judy worried about when 

she and Sean came back to San Jose. A magazine for San Jose State, that was owned by 

The San Jose Mercury News wrote an article in October of 1986 titled “How AIDS Goes 

Straight: AIDS and heterosexuality” Judy and Sean participated in it, though their names 

were changed to protect Sean’s identity. “When I heard that hemophiliacs were on the list 

of contracting Aids, I made up my mind that Elaine (Judy) and I were not going to get 

this disease. First I called the hemophilia association to find out how to lower my risk 

factors, but they told me not to worry because I wasn’t gay. So I tried talking to my life-

long doctor at the Stanford Hemophilia Clinic, but he said he wouldn’t talk about AIDS 

or anything that had to do with sexuality. We weren’t getting anywhere with straight 

doctors so we went to an AIDS clinic in San Francisco, they told us to have safe sex.” 

Sean continues “All my life I have lived with serious illness. But this is different, I can’t 

educate people about this disease the way I did with hemophilia. I can’t even use my real 

name in this article; my boss said that if the patients I work with find out I have AIDS, 

I’m fired. I’ve had four hemophiliacs I know die of AIDS; two of them were nine year 

old boys. I carry on obituary of the first hemophiliac who died two years ago; we used to 

carpool together from San Jose to Stanford. When I first was diagnosed, I was quick to 

tell people that I got AIDS from the pooled blood so they’d know I didn’t offend God, 

but then some of my friends wanted to go out and kill gay people to avenge me; that 

straightened me out. I told them I didn’t get this disease from gays, it was a virus. You 

can’t prevent AIDS by locking people up the way LaRouche wants to, or by killing gay 

people- it is going to be safe sex, and improving the blood donation system.” He ends this 

interview by telling them that he and his wife are learning to open up to each other as 

well as be strong, and that they once had their whole life to look forward to. “We still do, 

it is just a lot shorter.”

      In that interview Sean mention two things that I will talk about. The first issue is a 

man named LaRouche, who was a nazi man and wanted to lock up every person who was 

HIV positive or had AIDS into their homes, and quarantine them, so they could not leave. 

He wanted there to be swat teams and the whole nine yards, I also believe at one point he 

wanted to send all these people to an island. Judy was asked to give her testimony in 

Sacramento against this guy because she lived with and had slept with a man who had 

AIDS, and did not get infected. Proposition 64 was topped. That was a major form of 

racism. The next issue was the racism that Sean encountered in his work, which happened 

to be at the Children’s Hospital that was filled with terminally ill children. The research 

had shown that no one could contract AIDS from Sean with the work he did, but the 

doctors still did not want him working there. In an effort to stop this, he did an interview 

about the hospital in February of 1986. “The problem with the blood products is that they 

are contaminated with the AIDS virus, and I have picked up the virus somewhere in the 

last few years because the blood companies have a lot of problems. Momentarily I am 

having a problem with the authorities at Stanford because of public opinion and fear. I 

was told if there was too much public outcry about me working there, they would pull me 

out of the job. I feel that if Children’s wouldn’t let me keep my job, I won’t get a job 

anywhere. They are the experts on hemophiliacs, but unfortunately not on the AIDS 

virus, so I don’t know what to do about not getting a job, I just finished my schooling to 

ensure a job; but I won’t complain just yet.”

      In my interview with Jerry, a college friend of Sean’s, I was able to see what affect 

Sean’s virus had from a guy’s point of view.

A: When did you meet Sean?

J: We both went to SJSU; I met him through some people.

A: Before he moved away to Minnesota, and found out he had AIDS, what was your 

relationship like? 

J: Normal, I guess, Sean was the one who showed me Old Almaden
, before all the houses were built. He loved to go hiking on his crutches, we went up into quicksilver and that is when Yvette
 and I decided to move out here. He and I also would work on his cars in the driveway. We would smoke pot for pain. He was always in a lot of pain, and it helped with our nausea. He always said he didn’t have fair-weathered friends because he’s never had fair weather.  

 A: So how did you feel after you found out he was diagnosed with AIDS?

J: I was really mad so I punched the refrigerator. Sean was a good guy and he wasn’t afraid to die

A: So when he came back from Minnesota did your relationship change at all? Were you afraid to be near him, or share anything with him?

J: No, I wasn’t afraid of all that stuff, and I didn’t care, I knew you only got the virus through blood.

A: Did you guys share the same bong?

J: Yeah, but he might have used it first or something because he didn’t want other people to get sick, he really didn’t smoke though when he came back because he thought it would lower his immune system. I think he died from tuberculosis. 

A: What did you guys talk about when you visited?

J: Guy stuff, we watched movies, he did not want people to be sad for him, so when an insurance company sent him $12,000 to pay a bill, he threw himself a wake party by taking us all to the Doobie Brothers concert. We had really good seats. He and Judy also bought that pink Cadillac.

A: Did you have any other hemophiliac/AIDS friends?

J: I met some friends through Sean and sometimes we would get together, but after Sean died I didn’t talk to them

A: Why not

J: They were all going to die, so I didn’t want to become friends with someone who was just going to die.

A: How long did it take before he got really sick?

J: He was all right for a couple months, then he got skinny and started getting sick all the time, he didn’t do much near the end. First he would come visit me, and then I had to just go see him. He looked really sick, the last Halloween before he died you and Ariel
 were there, we were all making Halloween costumes and you guys snuck out the door, but he saw and tried to jump up after you both; he and Judy really wanted children.

A: Aunt Judy doesn’t remember the day he died, or what happened, do you?

J: Ummmm, I think it was in November, late November, I don’t think it was after your birthday, maybe a week before it. When Sean was in the Hospital, dying, Judy told him “You can go now, you don’t have to stay.” And he just closed his eyes and died.

A: Yeah, she didn’t remember that.

      In Jerry’s interview, you can see how true friends stay true regardless of the situation. 

He did not feel he needed to shy away from Sean’s germs, and took the “no fear” 

approach. I thought it was interesting that he blatantly said he did not want to have any 

friends that were going to die, but I agree with him. It was really interesting that Sean 

took his friends out to celebrate his “wake party”; He grabbed life by the throat and 

dragged it along. I feel that if you listen to a guy’s point of view, you can learn a lot 

because they tend not to be overly emotional, so it is easier for me to understand; and if 

something they say happens to be extremely touching, or important, than you can see 

what affect a situation had on all people. I got that from Jerry; the man who wouldn’t 

want to be friends with someone who is going to die, still remembers the last words 

uttered to Sean by his wife.

      In Bill’s interview he speaks about all that has been going on in the lives of protesting 

the corporate culture. “In the fall of 1994, a candlelight vigil was held outside of Cuttler 

Labs
, I attended this and ran into an old friend of mine, David Powell. He started telling 

what really happened with the blood and how it wasn’t screened, this peaked my interest. 

So with a little direction, I visited the Nevada State prison to see if I can look at some 

prison files, I wasn’t allowed to, so I waited. Eventually, over the years, boxes were put 

into Nevada’s historical archives, so I got my chance to view them. Meanwhile David 

was getting sicker. H e belonged to a group of gay hemophiliacs called Act-up; they went 

around protesting that the drugs they needed were taking to long to make, so they would 

chain themselves around pharmaceutical companies gates, sometime in 2000, David died. 

The only real protester that is left is a man named Ken Backster. He is a hemophiliac who 

is HIV positive but shows no symptoms. He has twin daughters, something he should not 

have done, but got lucky because they are not infected with the HIV virus. He would 

paint his face all red, and wear a black suit and go around to streets yelling 4,ooo men 

and children dead over and over again. Then he bought himself an ambulance and said 

this over the loud speaker. He would go to National Hemophilia conventions and scare 

off Bayer representatives. After years of not getting anywhere using scaring tactics, he 

uses a nonviolent approach. He will stand next to a booth and not say a word, just wears a 

shirt that says BAYER=DEATH, and has a website underneath it. If someone asks, he 

tells him or her to look it up because he is not going to talk about it. Ken is angry at the 

drug companies, he is angry that he has a disease that is supposed to kill him along with 

his friends; they are dying yet he still live healthily.”

       About four years ago Bill, Judy, Ken, and three other hemophiliacs formed a group 

called “Hemophilia justice”, and most who have joined have died. The only males that 

remain are Bill, who has no disease, and Ken, who disappears for a while from people, 

the rest are all widows. Once again, the theme of death enters into the picture. This death 

stemmed from Tennessee, Nevada, Arkansas, Arizona, and twelve more states that need 

to be explored. In each state capitol there were boxes of old letters from prisoners saying 

they have been donating blood every week and getting money, but they aren’t getting 

their medicine for Hepatitis. This material was sent to writers, reporter, and lawyers. All 

who helped the hemophiliacs sue. Hemophilia Justice was behind this; they want the 

secret out so everyone can know what happened. Bill says finally they are on the last 

chapter and it is only a matter of time until things will be exposed. The way he explains 

it, it sounds like a mystery/conspiracy novel. “For the last three years, we have been 

working with a filmmaker from SJSU, whose father happens to be the famous detective 

from Arkansas, that Hilary hired to fallow Bill, to see if he was having an affair. So the 

filmmaker has been digging around in his home state, using his fathers tricks, also 

working with a reporter from the Kansas City Star and a former producer from 20/20 

(current N.Y. times reporter); they found out that all the blood that should have been 

thrown away because it was dirty was actually sold to Taiwan, Hong-Kong, places 

around Asia, Canada, and other countries I’m not at liberty to say.” Then Bill talks about 

some of the court cases that have been continually delayed since 1983, 1984, and 1985. It 

has taken this long because the corporations lawyers think if they continue to postpone 

the trials, eventually all the victims will die off, most already have. “That is just plain 

mean!” I exclaim as he tells me this. His reply was that the four main corporations behind 

this, Alpha, Baxter, Bayer, and Armer were the real culprits. They would advertise to the 

most dangerous group of people in the peak of the AIDS epidemic, the people being gay, 

promiscuous, and known infected people. There were advertisements in gay magazines 

that had naked men in them saying, “if you are infected with hepatitis B, then come 

donate your blood and you will receive a cash bonus.” The corporations were trying to 

make a vaccine for hepatitis B, and the blood was supposed to have been thrown away, 

but instead it was sold to make plasma. This was kept hidden until just recently, when it 

is to late for anything to be done. Most people are dead now. The ads asked men to meet 

them in bars between the hours of nine pm and midnight (defiantly against FDA 

regulations). This was where a portion of the worlds blood supply came from. Another 

portion came from prisoners who donated blood in prison. They too were known as being 

infected. About 98% of hemophiliacs settled outside of court for a lump sum of $100,000 

since there was a chance they would pass away before anything was settled.

      I have learned a great deal from my research, such as the AIDS virus played such a 

gigantic role in the hemophiliac community, and numerous lives were taken when they 

should not have been. There were two ways to react to what happened, you could take 

action, revenge, whatever you want to call it, or you can ignore it and live a life full of 

illusions and forgotten memories, whether they be happy or sad, they don’t exist. I hope 

that as this epidemic slows down and people gain control, they find the in-between of 

taking action, but not forgetting their memories. In the next life Karma will work its-self 

out. The error that I believe occurred is having so much information that I want to use, 

but cannot because it would make the paper way too long (though it is already). A better 

approach I should have taken would be not incorporating so many details into everything; 

it is hard to do that because I like to do a thorough job, and I tend to feel every bit of 

information is of some importance. 
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� A coagulation factor in plasma, the congenital lack of which results in the bleeding disorder hemophilia A


� Named for the first family diagnosed with this form of hemophilia


� Plasma thromboplastin antecedent


� A specialist in the study of blood, its nature, function, and diseases


� The process of blood clotting, resulting in an insoluble fibrin clot


� The solid material (precipitate) remaining when fresh-frozen plasma is thawed @ 2-4 C. This product is rich in clotting factors needed to treat hemophilia A


� National Hemophilia Foundation


� Center for disease control (CDC) /maternal and child health (MCH)


� An unusual, lethal type of protozoan infection of the lung


�The country area of San Jose 


� Jerry’s wife


� My sister


� Bought by Bayer in 1978
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