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Highlighting a playwright whose writing roots are grounded  
in San Diego. Karen Hartman, a nationally recognized  
playwright who had three distinct world premiere plays produced i 
in the 2016-17 season, grew up in San Diego and found her love 
of writing plays through our local Playwright’s Project. She went  
on to graduate from Yale University and now works as a Senior  
Artist-in-Residence at the University of Washington in Seattle. 

We are proud to welcome Karen back home and  
re-introduce her to many in our theatre community who have yet 
to experience her craftsmanship. Roz and Ray, still a relatively  
new piece of theatre, is on its third production (the World  
Premiere co-production was seen last season at Seattle  
Repertory Theatre and Victory Gardens in Chicago. Plus, the  
play carries the distinction of being her  first professional  
production in San Diego. 

As a regional theatre, we are also dedicated to  
showcasing stories about the place we call home. Roz and  
Ray does just that. It is set in San Diego in the 1970s. Ray,  
a newly single parent of twin hemophiliac boys, has only one  
goal: keep his sons alive. His days are filled with endless trips  
to the hospital, rigorous testing, and frequent blood  
transfusions. This all changes when Ray meets Roz, an  
optimistic and caring doctor with a miracle drug. Roz appears  
to be Ray's savior until the miracle turns into a nightmare.  
In part, the story is based on Karen’s father, who was a  
Hematologist/oncologist at Rady Children’s Hospital and  
worked with hemophiliac patients during the AIDS crisis. It  
comes from a very intimate exploration of a little known piece  
of medical history. 

As noted in Forbes, Karen’s play, “brilliantly captures the  
confusion, and the moral ambiguity about life on the edge of 
biomedicine.” But Karen also went straight to the heart of the  
subject, humanizing a medically-infused storyline through  
two complex characters: Roz and Ray. “I think of it as a very  
complicated unconventional love story in the midst of a very  
brutal and difficult time,” Hartman said in an interview with the  
Alley Theatre. She went on to say, “I had the idea for about  
ten years before I had the guts to write it. It's a medical morality  
story that's never been told in this exact way. I feel a lot of  
sympathy on both sides. These two characters are really good  
and very imperfect people and they go through a lot together.” 
 
 

 

 

WE ARE EXCITED ABOUT…  

 

Would you characterize 
your writing as activist?  
 

“A tiny slice of my prose 
writing is explicitly activist. 
The rest (including all the 
theater I write) is something 
I might call Intimist…It’s an 
extension of the Second 
Wave feminist ideal of the 
personal being political–-
expanding the stories we 
tell, giving visibility a political 
act. 

I write plays from inquiry and 
moral confusion, on subjects 
that trouble me. So it’s not 
activist in that sense of 
holding up a sign saying, 
“Think X. Do Y.” And yet I 
trust the power of revealing 
what was ignored or hidden, 
making a range of lives 
more known, including 
different kinds of 
protagonists (and 
sometimes more than one 
protagonist). There is a 
politics in just shedding 
some light.” –Karen Hartman 
in an interview with 
Hedgebrook on “Women 
Authoring Change” 
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We are also excited to have compiled the ideal team for this production that reminds us 

of the powerhouse talent we have right here in San  Diego. Veteran San Diego director Delicia 
Turner Sonnenberg leads Carla Harting (last seen on the REP stage in Outside Mullingar) and 

Steven Lone (last seen on our stage 
in Zoot Suit), in a truly intimate battle 
of the heart. Both, by the way are 
UCSD grads! 
The team is also supported by an 
excellent combo of designers 
including: John Iacovelli (scenic,) 
who crafted the swanky set for our 
production of Disgraced last season, 
Shelly Williams (costume,) who is on 
staff at The Old Globe, Sherrice 
Mojgani, who is a local 
lighting/projections favorite, plus the 
REP’s very own Matt Lescault-Wood 

(sound.) Come prepared for a little bit of visual poetry to carry you through this emotional 
piece.   
 Our Associate Artistic Director Todd Salovey produced this production. He, and the rest 
of the Artistic Team, are thrilled to be able to bring this locally-based story, written by a San 
Diego native, starring top quality actors from our theater community with a director and 
designers who have become a beloved part of our REP family! This production is truly a 
regional theater extravaganza and hits the mark on what San Diego REP promises in their 
mission.   
 We now look forward to sitting with you as the lights dim and the storytelling starts. See 
you in the theatre.

 

The mission of San Diego Repertory Theatre is to 
produce intimate, exotic, provocative theatre. We 
promote a more inclusive community through vivid 
works that nourish progressive political and social 
values and celebrate the multiple voices of our region. 
San Diego Repertory Theatre feeds the curious soul.  
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INTERESTING TIDBITS 

 
 Judith Pool was a physiologist whose 
scientific discoveries revolutionized the 
treatment of hemophilia. Pool developed 
a method for separating the 
antihemophilic factor (AHF), or factor 
VIII, which is used for transfusion to 
correct the bleeding defect in 
hemophilia, from blood plasma. She was 
then able to create cryoprecipitate, a 

cold-insoluble protein fraction of whole blood plasma, which 
was available to the public in 1965. This concentrate could 
be made without special equipment, left in a plastic bag, 
refrozen, and stored up to a year, thereby allowing 
hemophiliacs to be treated with more ease than ever before 
in their homes or any hospital or medical facility.  

Cryoprecipitate is a 
frozen blood product 
prepared from blood 
plasma. To create it, fresh 
frozen plasma is 
centrifuged and the 
precipitate is collected. 

Hemophilia A  
occurs in approximately 1 
in 4,500 males. 
 

Hemophilia B  
affects nearly 1 in 20,000  
newborn males.  

Acquired hemophilia 
occurs when the body 
produces autoantibodies 
that attack and destroy 
blood clotting factors. 

Hemophilia B Leyden, a 
rare form of hemophilia B, 
causes young children to 
bleed excessively through 
childhood, but very little 
after reaching puberty. 

Hemophilia B is also 
known as Christmas 
disease - named for 

Stephen 
Christmas 
who was the 
first person 
diagnosed 
with the 
condition in 
1952.  

Females can and do have bleeding disorders. A carrier is a 
female who has the genetic mutation 
for hemophilia on one of her X 
chromosomes. Carriers with clotting 
factors levels of less than 50% of 
normal may have symptoms similar to 
a male with mild hemophilia.  
 

Coagulation factor VII is 
made chiefly by cells in the 
liver. This protein circulates 
in the bloodstream in an 
inactive form, bound to 
another molecule called von 
Willebrand factor, until an 
injury that damages blood 
vessels occurs. 

The earliest known historical reference to inherited 
uncontrollable bleeding was written in the 
Jewish Talmud in the 2nd century CE. It 
warns that the third male child should not be 
circumcised whose two older brothers bled to 
death after circumcision. There is also a 
biblical reference to a woman whose 
uncontrolled bleeding was cured by Jesus.  

In the 10th century, the Arab physician Albucasis made the 
first medical report of inherited uncontrolled bleeding by 
describing a family in which males died from hemorrhaging 
after minor injury.  
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INTERESTING TIDBITS 

 
Friedrich Hopff is 
credited with 
coining the term 
“haemorrhaphilia” 
in 1828 to describe 
an inherited 
propensity for 

hemorrhage, or uncontrolled 
bleeding. The term was later 
shortened to “hemophilia.” 

Did hemophilia cause the Russian Revolution? 
Tsar Nicholas II and Alexandra of Russia’s only 
son, Alexei, inherited a mutated gene from his 
maternal grandmother, Queen Victoria, which gave 
him hemophilia B. Alexei’s mother turned to a 
peasant faith healer, Grigori Rasputin, to treat 
Alexei’s bleeding disorder. Rasputin’s penchant for 
debauchery became known and many concluded 
that he was a fraud and a charlatan, but Alexandra 
was unconvinced. Alexei’s hemophilia was kept a 
state secret for fear of what would happen to the 
Romanov’s authority if people discovered the only 
heir was so fragile. Although public knowledge 
would no doubt have adversely affected the 
monarchy, secrecy was worse. Without knowledge 
of Alexei’s condition, no one could understand why 

Rasputin had such power 
over the royal family. Given 
Rasputin’s reputation, 
rumors of royal debauchery 
began to spread, 
undermining respect for the 
Empress, Tsar and the 
monarchy. Eventually 
Rasputin was murdered, 
Nicholas was forced to 
abdicate the throne, and the 
entire royal family was later 
murdered by the Bolsheviks.  
 

The 1970s marked a great 
increase of women entering and 
graduating from medical school.  
From 1930 to 1970, about 14,000 
women graduated from medical 
school. From 1970 to 1980, over 
20,000 women graduated from 
medical school.  

Two laws in the US lifted 
restrictions for women in the 
medical field - Title IX of the 
Higher Education Act 
Amendments of 1972 and the 
Public Health Service Act of 
1975, banning discrimination on 
grounds of gender. In November 
1970, the Assembly of the 
Association of American Medical 
Colleges rallied for equal rights in 
the medical field.  
 

As HIV was becoming known, 
it was originally called HTLV-3, 
human T-cell leukemia virus-3. 
It was considered so similar to 
leukemia that this was its 
former name.   

More than 1.1 
million people 
in the US are 
living with HIV. 
1 in 7 don’t 
know it.  

As of 2015, 36.7 
million people are 
living with HIV 
globally.1.8 million of 
these are children 
under 15 years old.  
 

Approximately 
37,600 
Americans 
became newly 
infected with 
HIV in 2014.  
 

From 2008 to 
2014, the 
estimated number 
of annual HIV 
infection in the US 
declined 18%.  
 

Southern states bear the greatest 
burden of HIV, accounting for 
50% of new infections in 2014.  
 

By the end of 
2015, in the U.S. 
18,303 people 

were 
diagnosed 
with AIDS. 
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Hemophilia A, also called factor VIII (FVIII) deficiency or classic hemophilia, is a genetic 
disorder caused by missing or defective factor VIII, a clotting protein. Although it is passed 
down from parents to children, about 1/3 of cases are caused by a spontaneous mutation, a 
change in a gene. 
 
According to the US Centers for Disease Control and Prevention, hemophilia occurs in 
approximately 1 in 5,000 live births. There are about 20,000 people with hemophilia in the 
US. All races and ethnic groups are affected. Hemophilia A is four times as common as 

hemophilia B while more than half 
of patients with hemophilia A have 
the severe form of hemophilia. 
 
Genetics 
The X and Y chromosomes are 
called sex chromosomes. The 
gene for hemophilia is carried on 
the X chromosome. Hemophilia is 
inherited in an X-linked recessive 
manner.  Females inherit two X 
chromosomes, one from their 
mother and one from their father 
(XX). Males inherit an X 

chromosome from their mother and a Y chromosome from their father (XY). That means if a 
son inherits an X chromosome carrying hemophilia from his mother, he will have 
hemophilia. It also means that fathers cannot pass hemophilia on to their sons. 
 
But because daughters have two X chromosomes, even if they inherit the hemophilia gene 
from their mother, most likely they will inherit a healthy X chromosome from their father and 
not have hemophilia. A daughter who inherits an X chromosome that contains the gene for 
hemophilia is called a carrier. She can pass the gene on to her children. Hemophilia can 
occur in daughters, 
but is rare. 
 
For a female carrier, 
there are four 
possible outcomes 
for each pregnancy: 
1. A girl who is not a 

carrier 
2. A girl who is a 

carrier 
3. A boy without 

hemophilia 
4. A boy with 

hemophilia 
 

1: WHAT IS HEMOPHILIA A? 

 

hemophilia.org 
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Symptoms 
People with hemophilia A 
often bleed longer than 
other people. Bleeds can 
occur internally, into joints 
and muscles, or externally, 
from minor cuts, dental 
procedures or trauma. How 
frequently a person bleeds 
and the severity of those 
bleeds depends on how 
much FVIII is in the 
plasma, the straw-colored 
fluid portion of blood. 
 
Normal plasma levels of 
FVIII range from 50% to 
150%. Levels below 50%, 
or half of what is needed to form a clot, determine a person’s symptoms. 
 

 Mild hemophilia A:  6% up to 49% of FVIII in the blood. People with 
mild hemophilia A generally experience bleeding only after serious 
injury, trauma or surgery. In many cases, mild hemophilia is not 
diagnosed until an injury, surgery or tooth extraction results in 
prolonged bleeding. The first episode may not occur until adulthood. 
Women with mild hemophilia often experience menorrhagia, heavy 
menstrual periods, and can hemorrhage after childbirth.  

 Moderate hemophilia A: 1% up to 5% of FVIII in the blood. People 
with moderate hemophilia A tend to have bleeding episodes after 
injuries. Bleeds that occur without obvious cause are called 
spontaneous bleeding episodes.  

 Severe hemophilia A:  <1% of FVIII in the blood. People with severe hemophilia A 
experience bleeding following an injury and may have frequent spontaneous bleeding 
episodes, often into their joints and muscles.  
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2: THE ROYAL DISEASE 

 
On March 27, 1884, one of Queen Victoria's sons fell down 
some stairs at a yacht club in southern France. The accident 
was minor; Prince Leopold suffered nothing more than a few 
bumps and bruises, but the 31-year-old Duke of Albany had 
hemophilia, a disorder that prevents the blood from clotting. 
His injuries triggered massive internal bleeding. Within 24 
hours, he was dead. 

Though Victoria never suffered from hemophilia herself, she 
carried a genetic mutation that causes the condition and 
passed it on to several of her offspring. In Queen Victoria's 
case, both of her parents appear to have had functioning 
blood-clotting genes. However, due to a copying error during 
reproduction one of hers was dysfunctional. Such spontaneous 
mutations are uncommon, but far from unheard of - they pop 
up in about one person out of 50,000. Victoria passed her deficient blood-clotting gene to only 
one of her sons - the unfortunate Leopold.  She also passed it to two of her daughters, Beatrice 
and Alice. 
 
The Next Generations 
Leopold, Beatrice and Alice had 12 offspring in all. Leopold's boys were unaffected because 
they got their X chromosomes - and thus their blood-clotting genes - from their mother. But two 
of Beatrice's sons, and one of Alice's, inherited the faulty version of the X. Alice's son Frederick 
died as a young boy after smashing through a window. Beatrice's son Leopold bled to death at 
the age of 32 during a knee operation. Maurice, her other hemophiliac son, escaped a similar 
fate, only because he was killed instantly by an exploding shell during World War I. 

On the female side, Leopold and his sisters had four daughters who inherited the faulty X 
chromosome and spread it widely through the royal houses of Europe. During the early 20th 
century, princes of Spain, Prussia, Russia and Great Britain suffered from what became known 
as "The Royal Disease." 

What about the royals of today? Oddly enough, Victoria's deficient blood-clotting gene never 
made it beyond the fourth generation. By sheer luck, none of Victoria's great-great 
granddaughters in Spain or Britain inherited it. In Prussia she had only great-great grandsons. 
And none of her Russian great-great granddaughters ever had any children; all four were 
murdered during the Bolshevik revolution. 
 
What type of hemophilia was “The Royal Disease”? 
Because the last known descendant of Queen Victoria with hemophila died in the 1940s, the 
exact type of hemophilia found in this family remained unknown until 2009. Using genetic 
analysis of the remains of the assassinated Romanov dynasty, and specifically Tsarevich 
Alexei, scientists were able to determine that the “Royal Disease” is actually hemophilia B. 
Specifically, they found a single-nucleotide change in the gene for clotting Factor IX that causes 
incorrect RNA splicing and produces a truncated, nonfunctional protein.  

23andme.com 

Science Magazine 
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Ryan was one of the first children with hemophilia to be 
diagnosed with AIDS following a blood transfusion in 
December 1984. Ryan White was diagnosed at age 13 
while living in Komono, Indiana and was given six months 
to live.  

When Ryan tried to return to school, he fought AIDS-
related discrimination in his Indiana community. Along with 
his mother Jeanne White Ginder, Ryan White rallied for 
his right to attend school - gaining national attention - and 
became the face of public education about his disease.  

Surprising his doctors, Ryan White lived five years longer 
than predicted. He died in April 1990, one month before 
his high school graduation and only months before 
Congress passed the legislation bearing his name in 
August 1990 - the Ryan White Comprehensive AIDS 
Resources Emergency (CARE) Act. 

 

Ryan’s mother, Jeanne White Ginder recounts the early years of  

struggle, pain and triumph... 
How Could He Have AIDS?   

"Ryan White was diagnosed with AIDS on December 17, 1984. He was one of the first 
children, one of the first hemophiliacs to come down with AIDS, and it was definitely a time 
where there was no education and there was hardly any information on AIDS at the time. So 
I was living in Kokomo, Indiana, and Ryan was attending Western Middle School, and it was 
something that I really didn't even believe he had. I felt like, "How could he have AIDS?" He 
was a hemophiliac since birth, and 
I just felt like "How could he be one 
of the first ones?" I felt like 
somehow, in some way, it was 
going to be something else. I really 
never really believed he had AIDS 
for quite a while. At that time, of 
course, he had no precautions, or 
anything. There were no 
precautions at the hospital. And all 
of a sudden the CDC shows up 
and the CDC started putting in all 
kind of precautions, you know: the 
gloves, the gowns, the masks and 
so forth, and started talking to the 
nurses and so forth. It became 
apparent just like overnight that all 
of a sudden things were different.” 
 

3: WHO WAS RYAN WHITE? 

 

Excerpted from HRSA: Health Resources and Services Administration website. 
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Mom, I want to go to school 
Ryan really became famous because of his fight to go to school. 

“When Ryan was diagnosed, they 
only gave him 3-6 months to live. 
So at that time, I thought every 
cough, every fever, I worried that 
it was going to be his last. And I 
really never thought he'd be 
healthy enough to go to school. 
But as he started getting healthy, 
as he started gaining weight, he 
started to ask, "Mom," he said, "I 
want to go to school, I want to go visit my friends. I want to see my friends." So I really kind 
of put him off for awhile and finally he just said, "Mom, I want to go to school, I want to go 
visit." So it was a long process, we had to go through almost a year and a half, he didn't go 
to school for about a year and a half. He was worried about taking the 7th grade over again, 
and he didn't want people to think he was dumb, because he was a very smart and 
intelligent kid. So it was a long process. Through court hearings, we thought it would take 
one court hearing, and we'd have all these medical experts in so to speak, and then 
everybody would be educated, but it didn't happen that way. 

It was really bad. People were really cruel, people said that he had to be gay, that he had to 
have done something bad or wrong, or he wouldn't have had it. It was God's punishment, 
we heard the God's punishment a lot. That somehow, some way he had done something he 
shouldn't have done or he wouldn't have gotten AIDS.” 
 
He was my son 
“Well a lot of people will say, "Your son was such a hero" and all that, but to me, he was my 
son. And you know, sometimes it's so confusing, because he was my little boy, and to share 
him with everybody, because he wasn't perfect, but at the same time, he was my son.” 
 
His legacy would be 
People are receiving better quality HIV care and 
living longer with HIV.  

 “At the time when Ryan was diagnosed with 
AIDS, I mean, we heard of so many drugs 
coming out, and none of them was worth 
anything. By the time you heard of one, there 
would be another one out, and you would never 
get the research for one. And none of them 
worked. And so even in the early 90s, when I 
was hearing there was hope, I kind of thought, 
‘You know, we had that hope, too, but it didn't 
pan out.’ But they did pan out! The biggest 
contribution I think that Ryan made is, and I 
didn't know it at that time, that his legacy would 
be that people are getting their drugs and their 
treatment and that people are living with AIDS.” 

Former President Bill Clinton signing the 
Ryan White care Act while Ryan White’s 

mother looks on. 
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4: HIV & AIDS: WHAT’S THE 

DIFFERENCE? 

 
It can be easy to confuse HIV and AIDS. They are different diagnoses, but they do go hand-
in-hand and are often used interchangeably to describe a particular disease.  

 
HIV is a virus 
HIV is a virus that can lead to infection. It stands for 
Human Immunodeficiency Virus. The name describes 
the virus: it infects humans only and it attacks the 
immune system, rendering it deficient and unable to 
work as effectively as it should. Unlike many other 
viruses, our immune systems are unable to attack and 
completely clear HIV from the body. No one yet 
understands why, but medications can control HIV 
very successfully. 

 

AIDS is a condition 
HIV is a virus that may cause an infection, but AIDS is 
a condition or a syndrome. Being infected with HIV 
can lead to the development of AIDS, which stands 
for Acquired ImmunoDeficiency Syndrome. AIDS 
develops when HIV has caused serious damage to 
the immune system. It is a complex condition with 
symptoms that vary from person to person. Symptoms 
of AIDS are related to the infections a person 
develops as a result of having a damaged immune 
system that can’t fight infections as well. These 
infections may include tuberculosis, pneumonia, 
certain types of cancer, and other infections. 
 

Excerpted from Healthline.com 



 13 

 

HIV without AIDS 
You can have an HIV infection without acquiring AIDS. In fact, many people with HIV live for 
years without developing AIDS. Thanks to advances in treatment, you can live longer than 
ever before with an HIV infection. While you can have an HIV infection without having AIDS, 
anyone diagnosed with AIDS already necessarily has HIV. Because there is no cure, the 
HIV infection never goes away, even if AIDS never develops. 
 
HIV can be transmitted from person to person 
HIV is a virus, which means that like other viruses, it can be transmitted between people. 
This is how infection spreads. AIDS, on the other hand, is a condition that is acquired only 
after a person has contracted the HIV infection. The HIV virus is transmitted from one 
person to another through the exchange of bodily fluids. Most commonly, infection is 
transmitted through unprotected sex or through using contaminated needles. Less 
commonly, one can become infected through a tainted blood transfusion or a mother can 
pass the infection to her child during pregnancy. 

HIV does not always produce symptoms 
HIV usually causes flu-like symptoms about two to four weeks after infection. This period of 
time is short and is called acute infection. The immune system brings the infection under 
control, leading to the latency period. The immune system cannot completely eliminate HIV, 
but it can control it for a long time. During this latent period, which can last for years, an 
infected person may experience no symptoms at all. Once AIDS has developed, however, 
the patient will experience many symptoms of the condition. 
 
HIV infection can be diagnosed by a simple test 
When infected with HIV, your immune system produces antibodies against the virus. A 
blood or saliva test can detect those antibodies and determine if you’ve been infected with 
HIV. This test may be effective only several weeks after infection, though. Another test looks 
for antigens, which are proteins produced by the virus. This test can detect HIV just days 
after infection. Both tests are accurate and easy to administer. 
 
AIDS diagnosis is more complicated 
AIDS is the final stage of the HIV infection. There are a few factors that determine when a 
person’s diagnosis has crossed from HIV latency to AIDS. Because HIV destroys immune 
cells called CD4 cells, one part of the AIDS diagnosis contains a count of those cells. A 
person without HIV can have anywhere from 500 to 1,200 CD4 cells. When the cells have 
dropped to 200, a person with HIV is considered to have AIDS. Another factor signaling the 
AIDS virus is the presence of opportunistic infections. Opportunistic infections are diseases 
caused by viruses, fungi, or bacteria that would not make a person with a fully functioning 
immune system sick. This, too, would help determine an AIDS diagnosis. 
 



 14 

5: INSIGHTS FROM SURIVIORS 

OF THE 1980s AIDS CRISIS 

 
Survivors of the 1980s AIDS crisis have 
shared accounts of their experiences; users of 
Reddit revealed what it was like to be living in 
what felt like a constant state of tragedy. Real 
LGBTI people remember the confusion, the 
lack of information, the lack of support from 
the government because of the suffering from 
the virus known only at the time as GRID (gay-
related immune deficiency). 
 

‘I’m a 62-year-old gay man. I thankfully made 
it through the epidemic that started in the early 
80s and went right through the mid-90’s. You 
ask what it was like? I don’t know if I can even 
begin to tell you how many ways AIDS has 
affected my life, even though I never caught 
the virus,’ one user said. 
 

‘By the early 80s, I had what I would consider a really large circle of friends and acquaintances 
and once the epidemic really started to hit, it was not uncommon to find out three, four or more 
people you knew had died each month. We set up informal and formal support groups to look 
after our friends who took sick. Feeding them when they would eat. Changing them. Washing 
them. Acting as go-between with families who “were concerned” about their sons, nephews, 
brothers, etc., but wouldn’t lend a hand to help because AIDS was, you know, icky. 
 

‘After they passed, there were memorial services to plan 
with no real time to grieve because when one passed, 
you were needed somewhere else to begin the process 
all over again. I kept a memory book/photo album of 
everyone I knew that died of AIDS. It’s quite large to say 
the least. Who were these guys? These were the people I 
had planned to grow old with. They were the family I had 
created and wanted to spend the rest of my life with as 
long as humanly possible but by the time I was in my late 
40s, every one of them was gone except for two dear 
friends of mine. 
 

‘All we have left of those days are each other, our 
memories and pictures. I hope that statement doesn’t 
come off as pitiful though. I am fit, active, healthy and you 
know what? I enjoy every single day of my life. I enjoy it 
because most of my friends can’t. In my own personal 
way, I want to honor their lives by living and enjoying 
mine.’ 
 Excerpted article by Joe Morgan 

Feb 2, 2015 - Gay Star News 
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Another user said: ‘It was flat out scary. Every guy you met was like a possible time bomb. 
Especially the early period when we knew very little about it – didn’t know if you could get it 
by kissing, by holding hands…Then lots of your friends or friends of friends get sick and 
sicker and then die. And you never ever quit being really really fucking pissed off about the 
whole thing. I’m alive today due to sheer randomness.’ 
 

And another said: ‘If you were living in the Castro in San Francisco, everyone in the 
neighborhood was gay… So it wasn’t just your friends that were dying, it was your whole 
neighborhood. One day your mailman would be replaced, the next day that flower shop was 
gone… You wouldn’t be invited to the funeral, so it was just like people were disappearing.’ 
 

‘It was madness. It was terribly cruel,’ 
another Redditor said. ‘It was 
inexplicable and unexplained, for a very 
long time. Research was underfunded, 
and in many cases large institutions and 
public figures rooted for it to be 
happening. People died suddenly of 
unexplainable things. Toe fungus! 
Tongue thrush! Rashes. Eyes welling up 
with blood. Horrible shit. Everyone knew 
it was hitting gay men, nobody knew 
what it was. They called it the gay 
cancer. People were very superstitious. I 
had handfuls of groceries and a man 
lectured me on not pressing the elevator 
buttons with my nose because I could 
catch AIDS from it. Yes. That happened.’ 

 
A lesbian of the era said: ‘While I was not ‘at risk’ (per se, we know more these days), we all 
lost many good friends. It is true that there is a somewhat mystifying (to me) separatist 
attitude between some gay men and lesbians, especially back then, this tragic time really 
brought us together. Sitting at the bedside of a terminally ill friend, and just holding their 
hand when everyone else was just terrified, was a gift I was one of those willing to give. 
 
‘No one should die alone, and 
no one should be in the hospital 
on their death beds with family 
calling to say “this was God’s 
punishment”. My friends and I, 
men and women, acted as a 
protective layer for ill friends, 
and companion to mutual 
friends juggling the same, 
difficult reality of trying to be 
there, and be strong when we 
were losing our family right and 
left. Difficult times that should 
never be forgotten.’ 
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Another Redditor paid tribute to the role of lesbians, calling them ‘every bit as heroic as 
soldiers on the front lines of any war. These women walked directly into the fire and through it, 
and they did not have to. And that they did it even as some of the gay men they took care of 
treated them with bitchiness, scorn, and contempt.  
 

‘When the AIDS crisis struck, it would be many of these same women who would go straight 
from their jobs during the day to acting as caregivers at night. Because most of them lacked 
medical degrees, they were generally relegated to the most unpleasant tasks: wiping up puke 
and shit, cleaning up houses and apartments neglected for weeks and months. But not being 
directly responsible for medical care also made them the most convenient targets for the 
devastating anger and rage these men felt – many who’d been abandoned by their own family 
and friends. 
 

‘These women walked directly into the fire. They came to the aid of gay men even when it was 
unclear how easily the virus could be transmitted. Transmission via needlestick was still a 
concern, so they often wore two or three layers of latex gloves to protect themselves, but more 
than once I saw them, in their haste and frustration, dispense with the gloves so that they could 
check for fevers, or hold a hand that hung listlessly from the edge of a bed whose sheets they 
had just laundered. 
 

‘They provided aid, comfort, and medical care to men withering away in hospices, men who’d 
already lost their lovers and friends to the disease and spent their last months in agony. They’d 
been abandoned by their own families, and were it not for lesbians – many if not most of them 
volunteers – they would have suffered alone. And when there was nothing more medicine 
could do for them and their lungs began to fill with fluid, it was often these same women who’d 
be left to administer enough morphine to release them, given to them by the doctor who had 
left the room and would return 15 minutes later to sign the certificate (a common practice at the 
time). 
 

‘HIV killed my friends, took my lover 
from me, and tore up my life. During that 
time, I did what I could. But nothing I did 
then or have ever been called to do in 
my life puts me anywhere near the 
example set by the lesbians I knew in 
the 80s and 90s. I’ve felt obligated to 
remember what they did, and to make 
sure other people remember it too.’ 
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6: WHAT IS LIFE LIKE WITH 

HEMOPHILIA A OR HIV TODAY 

 

At first glance 
Beau Atkinson 
seems like any 
other happy, 
13-year-old. 
He’s into video 
games and 
plays the 
cymbals in the 
marching 

band. His day starts like most kids’–his 
parents wake him up, he changes clothes and 
gets ready for school–with one exception. “I 
go downstairs, I do my factor, I eat breakfast 
and I walk to school,” Beau says. 
 

To treat his 
disorder and 
prevent 
bleeding, 
most days 
Beau gets an 
infusion of 
replacement 
Factor VIII 
medicine to 
help his blood 

clot. His mom Kari lays out the medicine on a 
clean gauze pad, mixes it up, and puts out the 
syringes so Beau can inject himself. 
 

He was barely six months old when he was 
diagnosed with hemophilia A. What was 
incredibly difficult for Kari early on was the 
realization that for the rest of Beau’s life she 
and her husband Craig, and then eventually 
Beau himself, would have to administer his 
medicine. The standard of care treatment for 
hemophilia A is regular intravenous injections 
(injected inside a vein) of Factor VIII 
replacement therapy two or three times per 
week. 
 

HEMOPHILIA HIV 

Excerpted from article written by Jennifer Mattson,    
Jul 22, 2016 - Genentech 

Justin Goforth was just a 26-year-old nursing 
student when he had unprotected sex with 
another man and, as a result, got the 
diagnosis that changed his life. "I started to 
feel like I had the flu -- aches, pains, chills, 
fever, swollen lymph nodes, that kind of thing -
- and so I went to my doctor ... we did a viral 
load test, which was rare back then ... and he 
called me and said, you know, it came back 
(HIV) positive." 
 

It was 1992. Goforth's doctor immediately sent 
him to the National Institutes of Health, where 
research was being done, but treatment 
options were, at the time, still few.  
 

Patients were being treated with AZT, the first 
drug approved by the Food and Drug 
Administration in 1987 to treat HIV/AIDS in the 
United States -- by 
then known for its 
serious, even life-
threatening side 
effects. The reality 
of the diagnosis set 
in. 
 

"I was so sick," 
Goforth says. "I 
was sitting silently 
and crying because of my circumstance ... 
and the nurse came over and was trying to 
console me, I believe, and said ... 'Because 
you were just infected, you may have, you 
know, six or eight years before you die.' "I 
think she was trying to cheer me up," he says. 
"Didn't work very well, but that's just a good 
commentary on where we were at the time" 
 

That was then, but what does it mean to have 
HIV today, after years of research and 
advances in treatment? 
 

Excerpted from article written by Shaundra Young       
Dec 1, 2013 - CNN 
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Things were going okay until Beau was 
about 18 months old and developed an 
added complication—"inhibitors." These are 
antibodies that block the Factor VIII 
replacement medicine making his 
hemophilia more severe. About 20-30 
percent of people with severe hemophilia A 
are affected by inhibitors at some point 
during their lives. This makes Beau's Factor 
VIII replacement medicine less effective, 
and some days, not effective at all. 

Over the years, as Beau’s inhibitor levels 
fluctuated and at times lessened the 
effectiveness of his replacement therapy, 
doctors tried other treatment approaches, 
sometimes requiring multiple infusions a 
day. Today, Beau has found a treatment that 
is working quite well, infusing himself usually 
every other day, though the family knows 
that this could change rapidly. 
 

“It’s very unpredictable with him having 
inhibitors,” says Kari. Beau can go from 
seeming fine to suffering from severe bleeds 
very quickly. “We have to be on high alert 
because a matter of minutes is the 
difference between crutches and a 
wheelchair.” 
 

Once, when Beau was 10 years old, he was 
in such pain that when his father picked him 
up from school, Craig had to carry him to his 
truck. Beau ended up in the hospital for four 
days with muscle bleeds in both calves. For 
six weeks he couldn’t walk, and though he 
was given a wheelchair, their home wasn’t 
accessible.  
 
 
 

HEMOPHILIA HIV 

"It means likely you can have a normal 
lifespan and have a similar life to someone 
who does not have HIV," says Dr. Ray 
Martins, chief medical officer at Whitman-
Walker Health in Washington, which provides 
health care services for the lesbian, gay, 
bisexual and transgender community. "For 
people who had to deal with the medications 
and stuff from the '80s and '90s, it was a bit 
of a rough road there, so figuring out the 
virus and the medications that would work 
effectively with the least side effects, it took a 
while," Martins says. "But now we're at the 
point where we have three options for one 
pill, once-a-day regimens with very little side 
effects." 
 

In 1981, when the virus was discovered, 
being HIV-positive was considered a death 
sentence. For most patients today, it's a 

chronic disease, 
much like diabetes 
or heart disease. 
Goforth is a perfect 
example. He has 
been living with the 
disease for 21 years 
and today is a 
healthy 47-year-old. 
Instead of the 
difficult treatment 

regimen he was on back then which included 
some 40 pills five times a day with "horrific" 
side effects, he now takes five pills twice a 
day "with virtually no side effects," he says. 
 

"You can go to your doctor two, three times a 
year, get some tests done and make sure 
everything's on track, and then just live the 
rest of your life as you would," he says. 
"Follow your dreams ... have your career, 
your family, or whatever it is that you'd like to 
do with your life, and that is the truth of where 
we are." Today's science, he said, supports 
that. 
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HEMOPHILIA HIV 

The family has 
become accustomed 
to making nimble 
adjustments for 
Beau’s condition. 
“Plans can change 
in the blink of the 
eye,” Jordyn 
explains. There was 
the time that Kari 
had to miss doing 
Jordyn’s hair and 
make-up and seeing 
her off for the 

sophomore homecoming dance. Another 
time, the family had to split up on 
Thanksgiving, with Jordyn and Craig going 
to Grandma’s while Kari stayed with Beau 
after a painful bleed. When Beau was in a 
wheelchair, it was Jordyn who lifted him into 
the car and drove him to school by 8:00 a.m. 
every day. Even now, on days when it is too 
painful for Beau to walk the five blocks to 
school, she is there to give him a ride so he 
gets to class on time. 
 

“As the saying goes, it takes a village to 
raise a child, and for a child with hemophilia 
A, and now inhibitors, it takes an extra large 
village,” says Kari, who is now president of 
the Hemophilia of Iowa chapter, a member 
of both the Hemophilia Federation of 
America and National Hemophilia 
Foundation. “I don’t know how we’d have 
gotten through this without all the support 
from school, our friends and family and from 
the larger hemophilia community.” 
 

About 1.1 million Americans live with HIV, 
according to the Centers for Disease Control 
and Prevention. But because of improved 
treatments, they're living longer and their 
quality of life is better.  
 

"If a person is HIV infected today, it is 
important that they put themselves under the 
care of a physician experienced in caring for 
HIV-infected individuals," says Dr. Anthony 
Fauci, director of the National Institute of 
Allergy and Infectious Diseases at the 
National Institutes of Health. "Depending on 
the stage of infection, it is highly likely that it 
will be recommended that the person begin 
antiretroviral therapy (ART)." 

ART is a combination of at least three 
antiretroviral drugs that prevents the virus 
from replicating. It can also help reduce 
virus transmission. Unlike years ago, when 
effective treatments were not available, HIV 
patients now benefit significantly from ART, 
Fauci says. "These drugs are highly 
effective in suppressing HIV replication and, 
if taken as directed, can result in the HIV-
infected individual having an almost normal 
lifespan without experiencing serious illness 
related to their HIV infection." 
 

Goforth says, "I see the freight train being 
slowed down so that we can turn it around," 
he says. "Even five, six years ago, I'm not 
sure that I could have said that I had the 
hope that that was going to happen, but I 
think we're at that point we're at a really 
historical moment with this." 
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7: A BRIEF HISTORY OF 

HEALTH INSURANCE 

 
Health insurance and managed health care are inventions of the 20th century. For a long time, 
they were not considered to be “insurance” but rather “prepaid health care”—i.e., a way of 
accessing and paying for healthcare services rather than protecting against financial losses. 
From its inception, this set of arrangements has been in a never-ending state of change and 
turbulence.  

1910 to the Mid-1940s: The Early Years 

 Paying for healthcare generally took the form of pre-paid healthcare that fell into two types 
of plans: 

 Prepaid group practices (early versions of HMOs) where members would be charged a 
preset amount per member per month. 

 Western Clinic in Tacoma, WA, is often cited as the first example of prepaid medical 
group practice. Started in 1910, offered to lumber mill owners and employees for a 
fee of $.50 per month.  

 Early Blue Cross and Blue Shield plans, which paid for services by contracting with 
community doctors and hospitals. 

  Unlike the prepaid group practices, relied on independent private providers rather 
than employing physicians into a dedicated medical group.  

 Initially, Blue Cross plans covered only hospital-associated care, while BS plans 
provided coverage for physician and related professional services.  

 

The Mid-1940s to Mid-1960s: The 
Expansion of Health Benefits 

 In the US, WWII produced both 
inflation and tight labor supply, 
leading to the 1942 Stabilization 
Act, which imposed wage and 
price controls on business, and 
allowed workers to avoid taxation 
on employer contributions to 
some employee benefits, 
including health benefits. Also, 
health benefits weren’t 
constrained by wage controls.  

 The twin effects of favorable 
tax treatment and the 
exemption of wage controls 
fueled the growth of 
commercial health insurance.  

 Before WWII, only 10% of employees had health benefits from any source, but by 1955 
nearly 70% did.  

 In the 1950s, as a competitive reaction to group practice-based HMOs, HMOs evolved that 
resemble today’s Independent Practice Association (IPA) model.  

 In an IPA, an HMO contracts either directly with physicians in independent practice or 
indirectly with an organization that in turn contracts with these physicians.  
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The Mid-1960s to Mid 1970s: The Onset of Healthcare Cost Inflation 

 In the early 1960s, President John 
F. Kennedy proposed what 
eventually became Part A of 
Medicare.  

 Financed through taxes on 
earned income, similar to Social 
Security, and intended to cover 
mostly hospital services.  

 The Republicans in Congress 
then proposed to cover physician 
and related professional services 
as well, in what became Part B of 
Medicare.  

 In 1965, Congress 
established two landmark 
entitlement programs: 
Medicare for the elderly, and 
Medicaid for selected low-
income populations. 

 In 1972, the Medicare Act was amended to cover selected disabled workers (but not 
their dependents), mostly those who had permanent disabilities.  

 The combination of Medicare, Medicaid, and private insurance resulted in the majority of 
healthcare being paid for by third-party payers. 

 These developments marked the beginning of a long history of healthcare cost inflation, 
attributable to the combination of third-party payment system, advances in medical 
science, and increased demand by consumers.  

 

The Mid-1970s to Mid-1980s: The Rise of Managed Care 

 The acceleration in healthcare cost increases led to healthcare’s next major development: 
managed care as we know it today. In particular, this period saw: 

 The growth of HMOs 

 A new insurance model: the preferred provider organization (PPO) 

 Widespread adoption of utilization management by health insurers.  

 HMOs: 

 In 1973, the US Congress passed the HMO Act, which sought to address the rising costs 
of the Medicare program. The HMO Act included three important features: 

 It made federal grants and loan guarantees available for planning, starting, and/or 
expanding HMOs.  

 The federal legislation superseded state laws that restricted development of HMOs. 

 Imposed requirements on HMOs that were not levied on indemnity insurers: 

 Comprehensiveness of benefits and coverage of preventative services 

 Holding an annual open enrollment period during which HMOs had to enroll 
individuals and groups regardless of their health status.  

 Prohibiting the use of an individual’s health status in setting premiums.  
 The “dual choice” provision required employers with 25 or more employees that 

offered indemnity coverage to also offer at least one group or staff model and one 
IPA-model federally qualified HMO.  
 This provision gave a major boost to the HMO industry when it was essentially in 

its infancy. 
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 PPOs: 

 In Denver, CO, a benefits consulting firm started negotiating discounts with hospitals on 
behalf of its self-insured clients, in which hospitals granted discounts to patients using 
contracted hospitals. 

 The concept soon expanded to include physicians and other types of providers.  

 The term “PPO” arose because hospitals and doctors who agreed to discounted fees 
were considered to be “preferred providers” by the health insurance plan.  

 PPO providers also agreed to certain cost-control measures.  

 To comply with precertification requirements for elective hospitalizations, meaning 
that the doctor had to obtain approval from the insurance before ordering any 
elective hospital admissions or high-cost outpatient services.  

 Utilization Management:  

 Another development in indemnity insurance, which occurred mostly during the 1980s, 
was the widespread adoption of large case management - that is, the coordination of 
services for patients with expensive conditions requiring treatment by multiple providers 
(ie: cancer cases, multiple chronic illnesses, etc.) 

 Utilization management by HMOs contributed to practice pattern changes, including 
shifting care from the inpatient setting to the outpatient setting and shortening the length 
of hospital stays.  

 

The Mid-1980s to the Late-1990s: Growth and Consolidation 

 Managed care grew rapidly during this time period, while traditional indemnity health 
insurance declined, creating new strains on the US healthcare system. New forms of 
managed care plans and provider organizations appeared and the industry matured and 
consolidated.  

 A new product was introduced during this period: the point of service plan (POS).  

 Members had HMO-like coverage with little cost sharing if they used both the HMO 
network and accessed care through their PCP 

 Unlike in a “pure” HMO, however, they still had coverage if they chose to get non-
emergency care from out-of-network providers, but were subject to higher cost 
sharing if they did.  

 Beginning in the early 1990s, the pace of consolidation quickened among both managed 
care organizations and health systems, as larger insurance companies bought smaller  
existing plans and organizations.  

 Among physicians, there was a slow but discernable movement away from solo practice 
and toward group practice in the 1990s. Hospitals consolidated quickly, however. 

 As hospital utilization became constrained, the focus of utilization management shifted to 
encompass the outpatient setting, prescription drugs, diagnostics and specialist care.  



 23 

 Health insurance and managed care have always been subject to oversight by state 
insurance departments and health departments.  

 Starting in 1991, the National Committee for Quality Assurance (NCQA) began to accredit 
HMOs. Accreditation came to replace federal qualification as the “seal of approval.” 

 The Consolidated Omnibus Budget Reconciliation Act of 1995 (COBRA) allowed 
individuals who lost eligibility for employment-based group coverage to continue that 
coverage for up to 18 months, although they could be required to pay the full cost plus 2% 
themselves.  

 At the federal level, the Health Insurance Portability and Accountability Act of 1996 
(HIPAA) was enacted, limiting the ability of health plans to deny insurance based on 
health status and exclude coverage of preexisting conditions.  

 

The Late-1990s to the Early-2000s: The Managed Care Backlash 

 As a society, Americans expected managed care to reduce the escalation of healthcare costs 
but became enraged at how it did so.  

 The rapid growth and consolidation of the previous decades strained the ability to manage 
the delivery system.  

 Where clinically 
oriented decisions 
on coverage were 
once made with 
active 
involvement of 
medical 
managers, some 
rapidly growing 
health plans 
became 
increasingly 
bureaucratic and 
distant from their 
members and 
providers, causing 
the plans to be 
seen as cold and 
heartless with any 
errors or delays in payment being seen as intentional.  

 The most damning of all accusations was that health plans were deliberately refusing 
to pay for necessary care to enrich executives and shareholders - a perception 
enhanced by the media running stories about multimillion-dollar compensation 
packages of senior executives. The popular press continued to run regular “HMO 
horror stories.”   

 In response to public complaints, HMOs expanded their networks and reduced how 
aggressively they undertook utilization management. Some eliminated the PCP 
“gatekeeper” requirement, allowing members open access to any specialist, albeit 
at a higher copayment. 

 As HMOs became “kinder and gentler,” healthcare costs began once again to rise 
faster than general inflation or growth in the GDP, which led to the increase in the 
cost of health benefits. This led to an increase in the number of uninsured and 
greater cost sharing for those with coverage.  
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2000 to 2010: HMOs and POS Plans Shrink, Costs Grow, and Coverage Erodes 

 Economic growth was steady early in the first decade of the new millennium, but slowed late 
in the decade as the US entered the “Great Recession.” During that decade healthcare costs 
rose seemingly inexorably, with national health expenditures increasing from 13.8% to 17.9% 
of GDP.  

 The increases reflected the decline in HMO market share, looser utilization management, 
the adoption of new and expensive technologies, increased consumer expectations, 
direct-to-consumer marketing, the provider community’s quest for new sources of income, 
and the practice of defensive medicine by providers who feared malpractice suits.  

 Many employers responded to the tight economic situation by increasing deductibles and 
other forms of cost-sharing, and in some cases, dropping employee coverage altogether. 
For some people in the individual market, health insurance became unaffordable and 
healthcare costs strained many family budgets.  

 

2010 to 2016: The ACA and the Ongoing Evolution of the US Healthcare Market 

 The Patient Protection and Affordable Care Act (ACA, also known as “Obamacare”), was 
signed into law on March 23, 2010. At over 1000 pages, it is the most sweeping healthcare 
legislation passed in the US since 1965 when Medicare and Medicaid were enacted. 
Provisions include:  

 Health plans are required to cover dependents until age 26.  

 Health insurance and HMO coverage is required to be “guaranteed issue,” meaning 
health plans cannot deny coverage or vary premiums based on preexisting conditions or 
health status. Premiums can, however, reflect geographic location, age, and tobacco use. 

 Health insurance “exchanges” are established by states and the federal government if a 
state fails or refuses to do so, where individuals and small businesses can purchase 
insurance from private health plans.  

 All Americans not otherwise covered are required to purchase an approved private 
insurance policy or pay a penalty, with some exceptions.  

 The Medicaid program was expanded to cover all families and individuals with incomes of 
less than 133% of the federally established poverty line. 

 
Health plans can only do so 
much. In the short run, they 
must respond to the desires of 
their customers - individuals, 
employers, or unions - who 
themselves may be neither 
willing to address the issues 
nor well informed. Health plans 
must also respond to state and 
federal regulators as well as 
the ACA requirements, and 
those regulators may likewise 
be unwilling or unable to 
address cost concerns. 
Managed health care has and 
will continue to make important 
contributions, but it is not the 
panacea some had hoped for.  

Adapted from Chapter 1 of The Essentials of Managed Care. In: Fox PD, Kongstvedt PR, eds. 6
th
 edition. 2013 



 25 

8: THE MEDICAL ETHICS OF 

INFORMING PATIENTS 

 
Taken from the AMA Code of Medical Ethics’ Opinions on Informing Patients 
 
Opinion 8.08 - Informed Consent 
The patient’s right of self-decision 
can be effectively exercised only if 
the patient possesses enough 
information to enable an informed 
choice. The patient should make 
his or her own determination about 
treatment. The physician’s 
obligation is to present the medical 
facts accurately to the patient or to 
the individual responsible for the 
patient’s care and to make 
recommendations for management in accordance with good medical practice. The physician 
has an ethical obligation to help the patient make choices from among the therapeutic 
alternatives consistent with good medical practice. Informed consent is a basic policy in both 
ethics and law that physicians must honor, unless the patient is unconscious or otherwise 
incapable of consenting and harm from failure to treat is imminent. In special circumstances, 
it may be appropriate to postpone disclosure of information (see Opinion 8.122, 
“Withholding Information from Patients”). 
 
Physicians should sensitively and respectfully disclose all relevant medical information to 
patients. The quantity and specificity of this information should be tailored to meet the 
preferences and needs of individual patients. Physicians need not communicate all 
information at one time, but should assess the amount of information that patients are 
capable of receiving at a given time and present the remainder when appropriate. 
 
Opinion 8.082 - Withholding Information from Patients 
The practice of withholding pertinent medical information from patients in the belief that 
disclosure is medically contraindicated is 
known as “therapeutic privilege.” It creates 
a conflict between the physician’s 
obligations to promote patients’ welfare and 
respect for their autonomy by 
communicating truthfully. Therapeutic 
privilege does not refer to withholding 
medical information in emergency 
situations, or reporting medical errors (see 
8.08, “Informed Consent,” and 8.121, 
“Ethical Responsibility to Study and 
Prevent Error and Harm”). 
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. 
 

 

Withholding medical information from 
patients without their knowledge or consent 
it ethically unacceptable. Physicians should 
encourage patients to specify their 
preferences regarding communication of 
their medical information, preferably before 
the information becomes available.  
Moreover, physicians should honor patient 
requests not to be informed of certain 
medical information or to convey the 
information to a designated proxy, provided 
these requests appear to genuinely 
represent the patient’s own wishes.  
 
All information need not be communicated to 
the patient immediately or all at once; 
physicians should assess the amount of 
information a patient is capable of receiving 
at a given time, delaying the remainder to a 
later, more suitable time and should tailor 
disclosure to meet patients’ needs and 
expectations in light of their preferences.        
 
Physicians may consider delaying disclosure 
only if early communication is clearly 
contraindicated. Physicians should continue 
to monitor the patient carefully and offer 
complete disclosure when the patient is able 
to decide whether or not to receive this 
information. This should be done according 
to a definite plan, so that disclosure is not 
permanently delayed. 
 

From the report: “Withholding 
Information from Patients 
Therapeutic Privilege,”  
adopted June 2006 
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9: FAMOUS HEMOPHILIACS 

 
Alex Dowsett 
(October 3, 1988 - present) 
Alex is a professional racing cyclist from England. Some of his 
big wins include the British National Time Trial Championship 
in 2011, 2012, and Tour of Britain in 2011. Alex was an 
Olympic hopeful in 2012, but was sidelined due to breaking his 
elbow and requiring surgery. In 2015, he broke track cycling’s 
world tour record. Dowsett has cited his medical condition as a 
key factor in his choosing competitive cycling in his youth 
because contact sports such as football and rugby were 
considered too risky. He is believed to be the only able-bodied 
elite sportsman or woman with the condition. Dowsett runs the 
charitable foundation “Little Bleeders” to raise awareness of 
hemophilia.   

 

Jesse Schrader 
(August 21, 1979 - present) 
Jesse is a professional baseball player in an independent league. 
He is a left-handed pitcher (fastball clocked at 92 MPH), set the all-
time record for strikeouts at his high school, earning him a college 
scholarship. Jesse has Hemophilia A and is able to continue to play 
baseball by taking especially good care of his body, infusing his 
clotting medication before each game and icing his arm after each 
outing. Jesse remains active by regularly playing baseball and golf. 
He also serves as a mentor to kids who are managing a bleeding 
disorder, partnering with CSL Behring and professional golfer Perry 
Parker to bring the Getting’ in the Game Junior National 
Championship (JNC) to cities across the US. The JNC is a series of 
baseball and golf competitions that allow families to connect and 
share experiences with other members of the bleeding disorders 
community while teaching kids the importance of remaining active 
to keep muscles healthy and joints strong.  

 

Prince Leopold, Duke of Albany 
(April 7, 1853 - March 28, 1884) 
Prince Leopold was the eighth child and youngest son of 
Queen Victoria of England. He was diagnosed with hemophilia 
as a child and in early years had various physicians in 
permanent attendance. In 1883, he and his wife Princess 
Helene Friederike welcomed their first child, Alice. In February 
1884, Leopold went to Cannes on doctor’s orders-- joint pain 
is a common symptom of hemophilia and British winters were 
especially difficult for him--and his pregnant wife urged him to 
go. On March 27th, 1884, Prince Leopold slipped and fell at his 
Cannes residence, injuring his knee and hitting his head. He 
died in the early hours of the next morning, apparently from a 
cerebral hemorrhage. His death came four months before the 
birth of his son Charles Edward. 
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Richard Burton 
(November 10, 1925 - August 5, 1984) 
A famous Welsh actor on both stage and screen. By the late 
1960s, he was one of the highest-paid actors in the world. 
Burton suffered from a milder case of hemophilia, but noted two 
of his brothers nearly died from bleeding when they underwent 
tonsillectomies. In a 1964 article from the New York Times, he 
noted that during his performance in Hamlet, occasionally he 
and the actor playing Laertes would suffer minor cuts during 
their duel, and that while Laertes would stop bleeding within 24 
hours, it would take himself five days to stop bleeding. His new 
wife, Elizabeth Taylor, announced that they would establish the 
Richard Burton Hemophilia Fund to raise money for research. In 
1984, he suffered a brain hemorrhage and died at his home in 
Switzerland. Though his death was sudden, his health had been 
declining for several years, compounded by his heavy drinking 
and smoking.  
 

Tsarevitch Alexei Nikolaevich 

(August 12, 1904 - July 17, 1918) 
Alexi was the youngest child and only son and heir of Emperor 
Nicholas II of Russia. He was born with hemophilia B (traced back to 
his maternal grandmother, Queen Victoria of England). The nature of 
his illness was kept a state secret, and his hemophilia was so severe 
that trivial injuries such as a bruise or nosebleed were potentially life-
threatening. His mother’s reliance on the faith healer, Grigori 
Rasputin, to treat Alexei’s hemophilia helped to bring about the end 
of the Romanov dynasty. Alexei was murdered alongside his 
parents, four sisters, and three retainers during the Russian Civil War 
by order of the Bolshevik government.   
 

Barry Haarde 
(1965 - present) 
Barry Haarde has severe hemophilia A and is a 30+ year 
survivor of HIV and Hepatitis C, contracted through blood 
products used to treat hemophilia. He also suffers from 
peripheral neuropathy and has had a total knee replacement. 
He lives and works in Houston, TX and participates in many 
local cycling events. Barry serves on the boards of the 
Committee of Ten Thousand and the Lone Star Chapter. In 
2012 Barry made history by riding across the USA from 
Astoria, OR to Portsmouth, NH in 49 days for a fundraiser he 
created called “Wheels for the World” for Save One Life, an 
organization which provides assistance to people with 
hemophilia in developing nations who have little or no access 
to medications to treat the disorder because of the high cost.  
He is the first person to bike across America for hemophilia 
and the first person to do so with hemophilia, HIV and 
hepatitis.  
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10: HISTORY OF SAN DIEGO 

CHILDREN’S HOSPITAL 

 
On August 19, 1954, Rady Children’s officially 
opened to receive its first 12 patients. Caring 
for a dozen patients may not seem that 
momentous, but in a town badly affected by 
the polio epidemic, Rady Children’s was 
considered a godsend.  
 

Plans for the Hospital began in 1951, when the 
Board of the San Diego Society for Crippled 
Children initiated construction plans for a new 
children’s hospital. In 1953, Rady Children’s 
Hospital Auxiliary was formed and later that 
year groundbreaking took place.  
 

Here are some milestones Rady Children’s Hospital has experienced throughout the years: 
 
1961: The Hospital expands to 90 beds. 
 

1963: The Child Development Clinic opens. 
 

1965: The Speech and Hearing Clinic opens. 
 

1972: Rady Children’s purchases St. Mary’s 
Convalescent 
Hospital. 
 

1973: Children’s 
Hospital Emergency 
Transport (CHET) 
begins. 
 

1975: The Hospital 
expands to 103 beds. 
 

1983: Rady Children’s opens a surgical wing, the 
Jean Hahn Surgical Pavilion 
 

1984: Rady Children’s is designated San Diego 
County’s only pediatric Trauma Center. 
 

1985: Child protection center opens. 
 

1993: The Rose Pavilion opens, increases total 
to 220 beds, and includes the Sam S. & Rose 
Stein Emergency Care Center. 
 

1995: The Jane & Norman Neely Rehabilitation 
Institute, the outcomes center, and the Center for 
Healthier Communities for Children all open.  
 

2004: The Hospital expands to 248 beds. 
 

2006: The Hospital is officially named Rady 
Children’s Hospital-San Diego.  
 

2009: Expands to 261 beds and is honored by 
U.S. News & World Report with 6 specialties in 
top 30.  
 

2010: Acute Care Pavilion opens, making 
Rady Children’s the largest pediatric hospital in 
California (for # of patients seen). 
 

2011: Now a 442-bed facility, Rady Children’s 
is ranked among the nation’s best by U.S. 
News & World Report in all 10 specialties 
surveyed. 
 

2012: 360 Sports Medicine opens and Child & 
Adolescent Psychiatry Services (CAPS) moves 
to Rady Children’s.  
 

2013: The Acute Cardiac Unit opens. 
Surgeons perform groundbreaking procedure 
for scoliosis, garnering national attention.  
 

2014: Now 520 beds. Institute for Genomic 
Medicine opens. 
 

2015: The Hospital performs its first heart 
transplant. The Orthopedics program ranked 
#2 in the nation by U.S. News & World Report.  
 

2017: Rady Children’s achieves Magnet 
designation, given by the American Nurses 
Credentialing Center (ANCC).  

www.rchsd.org 
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TIMELINE HISTORY OF THE 

HEMOPHILIA/AIDS CRISIS 

 
1930s & 1940s: The median life 
expectancy for hemophiliacs was only 27 
years. Treatment was limited to whole 
blood transfusions and icing joints.  

1948: The National 
Hemophilia Foundation was 
founded by Robert Lee & 
Betty Jane Henry. 

1950s & 1960s: Hemophiliacs benefited 
from improvements in blood transfusions 
during WWII, so they were able to get 
fresh whole blood or fresh frozen 
plasma. But patients were still required 
to undergo whole blood transfusions as 
the only way to stopping a bleed. 

1963: The World Federation 
of Hemophilia was 
established. 

1964: Dr. Judith Graham Pool 
discovered and 
developed 
cryoprecipitate, 
a concentrated 
blood product 
which eliminated 
the need for 
whole blood transfusions. Life 
expectancy rose to 39.7 years. 

1967: Clotting factor was administered to 
a hemophilia patient for the first time a 
Hyland Labs in Glendale, CA.  

1969: Clotting 
factor becomes 
more widely used. 
The first 
Hemophilia Camp 
opens at 
Michigan’s Camp 
Bold Eagle.  

1970s: Clotting factor became available 
for home use. Life expectancy rose to 
60 years old.  

1973: A new test for hemophilia is 
developed to find whether women 
carried genes for hemophilia. Also, the 
Hemophilia Act of 1973 passes, allowing 
for the establishment of federally funded 
comprehensive Hemophilia Treatment 
Centers (HTCs).  
 

1974: Blood banks begin to screen for 
infection as more was learned about 
Hepatitis C. Hepatitis was long 
considered an “acceptable risk,” as the 
clotting factor treatment vastly extended 
patients’ life expectancy. 

July 1982: The Centers for Disease 
Control reported that 3 hemophiliacs 
tested positive for a newly discovered 
autoimmune deficiency virus (AIDS). 

1978: Gay men in the US and Sweden 
- and heterosexual men in Tanzania 
and Haiti - begin to show signs of what 
will later be called AIDS. 
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March 1983: The CDC links the spread 
of AIDS to infected blood. The National 
Hemophilia Foundation urged patients to 
continue using clotting factor despite 
warnings from the CDC. Scientists also 
found that a special process of heat 
treating clotting factor could kill the AIDS 
virus. Industry response was slow and 
some companies saw the cost of the 
procedure as a roadblock, while others 
questioned its effectiveness. 

February 1984: The use of Heat Treated 
Factor grows, but rumors abounded that 
it was less effective than its untreated 
version, which led to manufacturers 
maintaining stocks of both, resulting in 
inconsistent product streams and the 
continuation of the spread of AIDS.  

1985: Heat Treatment of blood products 
became the industry standard, but by 
then the damage to the hemophilia 
community was already done. Almost 
90% of severe hemophilia patients were 
infected with HIV and/or Hep C. While 
untreated blood products could no 
longer be sold in the US, companies 
continued to sell old untreated products 
overseas for years. The FDA approved 
the first HIV antibody test, and blood 
products begin to be tested. 

October 1984: The CDC reported that 
an alarmingly high number of Factor VIII 
and Factor IX recipients had acquired 
AIDS from their treatment products. 
Around this time the first diagnostic test 
for the retrovirus that cased AIDS was 
developed. 

July 1985: Ryan White, 
one of the first reported 
cases of pediatric AIDS, 
was barred from school 
due to community fears 
that the virus would 
spread to other children, 
and gained national 
media attention. 

1986:  The Ray 
brothers become 
infected. Three 
hemophiliac 
brothers, Ricky, 
Robert, and Randy 
Ray were diagnosed 
with AIDS and 
denied entry to their 
Florida school. They took their case to 
court and were awarded the right to 
return to class. Shortly after the ruling, 
their house was burnt to the ground. 

April 8, 1990: Ryan White dies, at the 
age of 18. 

 

April 17, 1989: the 
first World 
Hemophilia Day was 
observed with the 
goal of increasing 
awareness and 
advocacy for the 
bleeding disorders community. 

1987: AZT, the first anti-HIV drug 
approved by the FDA, hits the market. 
The US shuts its doors to HIV positive 
immigrants.  

1988: US bans discrimination against 
federal workers with HIV.  

1991: 10 million people have HIV world 
worldwide. 1 million are American. 
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December 13, 1992: Ricky Ray dies at 
the age of 15. 

 

1994: The Hemophilia Federation of 
America (HFA) was established and 
litigation against the Pharmaceutical 
Industry continued. 

 

1992: Screening for Hepatitis C became 
available. Coupled with screens for 
HIV/AIDS, the bleeding disorders 
community could finally receive clean 
clotting factor concentrate. But the 
hemophilia community began to seek 
answers to why they were given 
misinformation and to hold accountable 
those who failed to prevent the spread of 
HIV/AIDS to people with hemophilia. 

May 1995: As court cases across the 
country moved forward, documents 
showed that the medical and advocacy 
communities failed to make sure that 
patients knew the true risks involved with 
using blood products. 

November 12, 1998: After nearly a 
decade of tireless efforts by the 
hemophilia 
community, President 
Clinton signed the 
Ricky Ray Hemophilia 
Relief Fund Act of 
1998.  

2002: Throughout the early 2000s, the 
hemophilia community saw a resurgence 
in families coming together through 
camps, local events, and national 
meetings. Around this time the term 
“hemophilia” began to be replaced with 
“bleeding disorders” to acknowledge all 
bleeding conditions.  

2005: Inhibitors, the body’s rejection of 
clotting factor concentrate, have been a 
concern since the 1960s. About 30% of 
severe hemophilia A and 2-3% of 
hemophilia B patients will form an 
inhibitor during their lifetime. Since the 
early 2000s, education and outreach 
increased for inhibitor families.  

2008: Costs remain problematic. 
Treatment costs continue to rank 
bleeding disorders among the most 
expensive chronic conditions, placing a 
major burden on families. Additionally, 
lifetime caps are a growing concern in 
the hemophilia community, and 
especially for inhibitor patients.  

March 23, 2010: The Patient Protection 
and Affordable Care Act was signed by 
President Obama. It addressed lifetime 
caps, pre-existing conditions, out-of-
pocket expenses, young adult coverage, 
and other needs important to people with 
bleeding disorders.  

Present day: Hepatitis C continues to 
devastate the hemophilia community and 
is the leading cause of death in adults in 
the community. Women with bleeding 
disorders are still being undiagnosed, 
misdiagnosed, and remain underserved. 
Families are still burdened by limited 
access to care, high costs, and varying 
quality of treatment. The community still 
waits for a cure.  
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FOOD FOR THOUGHT 

QUESTIONS 

 

1. Do you think Dr. Roz is responsible for infecting Ray’s twins 
with HIV? How much culpability lies with her? 

 
2. What more could have been done to prevent hemophiliacs 

from being infected with HIV? 
 

3. Why do you think Ray, a gay man, pursues a romantic 
relationship with Dr. Roz? 

 
4. What role and/or responsibility do you think the medical 

community currently has towards individuals? Do you think this 
role needs to change? 
 

5. Can you think of other examples of doctors not fully offering 
“informed consent” to their patients? Has that ever happened to 
you? 


