
 

 

 

 

 

 “HEMOPHILIA – What’s that?’ 

“Call your Doctor and tell him you have bleeders in your family” 

That was the conversation with my father two days after the birth of my first 
son. He went on to explain that my older brother, who had been killed when 
he was four and I 6 months, had what was then described as the “Royal Blue 
Disease or Bleeders Disease”.  

Todd was born Sunday morning, October 31, 1971. On Tuesday morning the 
nurse that was a part of Todd’s delivery commented that there was a major 
change in his appearance; following the normal checks she found that his 
head was 2” larger.  Todd was moved to an incubator, later to an isolet and I 
was advised that there was a problem with my precious son.  As the Doctor 
walked out my room, I asked “Will he be okay and make it thru the day?” His 

response was to call my family. Later in the week it was determined that there 
was bleeding between his skin and scull. 

Three days after Todd s’ delivery he was diagnosed with hemophilia by the 
hospital staff. However his pediatrician felt that he may have been misdiagnosed. 
He sent us to Riley Hospital in Indianapolis, In, to meet with a Hematologist for 
further blood tests. This was done 10 months after Todd s birth; there had been a 
brief period of hope.  After a series of  blood tests, I was given the diagnoses that 
Todd indeed had Severe Hemophilia A, factor VIII deficiency.  

Six years later, I gave birth to my second beautiful son, Chad.  Chad’s birth, 
unlike Todd’s birth, went very well. With the history of hemophilia a lot of vigilant 
action was taken. They immediately took blood to run tests. But the tests were 
not run till the next day and in the meantime the blood was refrigerator. Once 
again the pediatrician felt the refrigerator bleed may not have given an accurate 
reading. Again, 10 months later we went to Riley to have blood work done 
confirming Chad too had hemophilia.  

Totally unprepared for the life which now lay ahead, there was no choice or 
option but to care for the boys I loved dearly.  The journey ahead me would be 
filled with hospital stays, emergency visits, doctors, nurses, IV’s, mixing factor, 
lots and I mean lots of love, lots of laughter, and a whole of lot of inspiration. 
Todd and Chad Brown are the best thing that ever happened to me and I believe 
I am a better person having the opportunity to know and love these two boys. 

 

 

 



 
 

 

 

 

The sort of life style that was described to me that my boys would live was not 
one of hope. I was advised they would not ride a bicycle, unable to play sports, 
and that possibly even the elastic in the socks could cause a bleed and when the 
time came consider alternative schooling.  I remember leaving the hospital 
thinking to myself ‘what sort of life is this going to be’ all boys ride a bicycle. It 
was at that time I made the decision that my boys would have a normal life at 
least as much as I could give them. 

We were one of many families on the front line of a rapid changing environment 
in the medical and bleeding disorder community. In the 70’s Factor VIII was in 
the early stage of being utilized.  The hematologist explained to me missing 
factors or a non functioning factor, depending on the theory and the cascade of 
factor, and that a replacement factor would be administered to assist in 
controlling their bleeds. My question to him “Will he be taking this daily, twice a 
day, weekly, how often?”  (Fair question I thought).   The answer I received, 
being in the 70’s, “when your child is experiencing a bleed”. (I guess I was a bit 
ahead of time). Home and prophylaxis infusions did not become available to us 
until the 90’s. 

Often referred to simply as the “Brown Family,” we were simply a team.  Let me 
begin by saying, the Browns coped with hemophilia – not very seriously. WAIT! 
We took the disorder seriously, knowing too well the pain and damage it heaved 
upon us; however, we did not always react seriously.  In our immediate family, 
hemophilia was viewed as an ‘inconvenience’.  Again, do not mistake my 
meaning. Todd and Chad were not the inconvenience, but hemophilia was the 
inconvenience with which we all lived. Bleeding may get in the way of what we 
wanted to do, but hemophilia was not allowed to become a dark cloud looming 
over our lives, preventing us from living. Humor became an ally to cope with 
many serious situations, making a bad situation into a better one. We tried 
anything to make each other laugh. We had several saying for one another; “It’s 
okay – It will be okay – in a given situation, fall back and punt, then get up and 
brush off your knees & move forward – It ain’t nothin’ but a thing” The last came 
to be when Chad was going thru a really bad period, Todd took him by the 
shoulders and said to him “bro, it ain’t nothing but a thing”. Eventually we would 
find a reason to smile. Then there were the times in order to forget about our own 
problems we would try to help or console others. 

Overcoming a mother’s natural tendency to be overprotective, I decided to raise 
the boys to enjoy life, not just exist. The process helped me grow to be the 
mother I never envisioned when I held each of them as newborns.  

 



 
 

 

 

 

When bothers have hemophilia, their disorders are supposed to be similar. When 
Chad was born, I was advised that multiple children with hemophilia within the 
same family,  generally, have the same issues and be on the same level. Neither 
is supposed to be more severe. Of course that was book knowledge, and not the 
occurrence for the “Brown Family” 

Todd had begun having very serious bleeds pre-school while Chad did not until 
grade school. Arthritis plagued both sons, but Chad had a greater pain tolerance. 
Chad was bigger and stockier than Todd which may have been a factor in their 
bleeding differences.  Todd and Chad joked that their two bodies together made 
one super individual.  Todd worked with weights for his upper body, in addition 
he swam on the Summer Team, consequently did not experience upper body 
bleeds, but his knees had taken a beating. In his early years his left knee 
became his target joint. During a time that he was unable to take factor due to his 
inhibitor. At age 25 he had a left knee replacement and then at 29 had the right 
knee replaced. Chad, on the other hand, had very strong legs, somewhat weak 
upper body and ankles. He discovered by watching Todd that physical exercise 
was the key to keeping the joints supported and avoiding some bleeds; but, as a 
young person Chad was not able to perform regular upper body exercises due to 
shoulder and elbow bleeds he had experienced. Also during a time that he too, 
was unable to take factor VIII due to inhibitor. When able to exercise, the 
punching bag helped him extend his arm to keep a better range of motion in his 
elbow, also assisted in relieving stress. 

The six years between the boys’ births also made a difference in their care. In 
only six years, new information, new procedures and changes in treatment had 
occurred and the boys did not experience hemophilia the same way.  Chad never 
experienced having his joints aspirated as Todd did. By the time Chad got to 
middle school aspiration and immobilization were a thing of the past. No longer 
was immobilization a treatment of choice and the resulting complications that 
Todd experienced Chad did not. 

Prior to Todd’s generation little information existed for boys with hemophilia, 
often referred to as ‘free bleeders’ or those with ‘Royal Blue Blood’. Nothing 
could be done for them except for continuous blood transfusion, bed rest and 
immobilization.  In the 60’s the discovery of factor was considered a medical 
miracle for those with Hemophilia.  Keep in mind factor and factor treatment 
become a reality in a period of thirty to forty years; a very short time span 
considering hemophilia has been afflicting males for hundreds of years. 

 

 



 
 

 

 

 

There have been many changes in the treatment of hemophilia over the last 40 
years.  Many times I made decision on behalf of my children, decisions that the 
doctors felt were not in their best interest. But I had to keep in mind other 
aspects, their mental health, and their self image.  Based on the rapid 
improvement of the treatment of hemophilia , when Chad was 12 doctors wanted 
to fuse his ankle to prevent future bleeds, of course there would be no mobility in 
that ankle. On behalf on my son I felt this procedure was not a good idea. After 
all they didn’t know what was behind the next door or what techniques of 
treatment would soon become available. Thirty some years later Chad 
appreciates that his ankle is not fused, after all he wouldn’t be able to wakeboard 
or wake surf.  

Of course with factor use, came the inhibitor. Todd developed an inhibitor only 
after two infusions and Chad by the time he was four.  Development of an 
inhibitor after only two infusions the hematologist thought that very unusual. In 
the 70’s there was no other product available. Treatment was taken back to 
blood transfusion and bed rest/ immobilization. Todd endured two to three years 
without the assistance of factor unless the bleed became critical. Often pack 
frozen cells were used, risking the inhibitor to rocket.  In the very early 80’s, 
Factor IX was introduced or dirty nine as some referred to it. Thru the misfortune 
of another young individual Todd was given the opportunity to receive factor IX.  
Then a few years later came Factor X. Both these products eventually controlled 
bleeding, but took much longer since the key Factor VIII was still missing.  With 
the use of each factor, IX, or X, would piggy back an additional problem, an 
allergic reaction? Of course both boys experienced such reactions, high blood 
pressure, redness and scratching. In addition to giving numerous boxes of 
factory, Benadryl needed to be administered prior to the use of factor. 

As the mother of Todd and Chad I could not envision myself being the one to 
start the IV’s, I saw my role as the person to comfort them, let them know “it 
would be okay”. When they were younger getting their IV’s they sat on my lap 
very near to my heart, when they had to lay on a bed I would lay across their 
chest whispering how much I loved them and how proud of them I was. Also to 
hold their shoulders still – they learned very young how to lie perfectly still, but 
move those shoulders just enough hindering the start of their IV. 

My sons grew up in a hospital environment, but the result of that is the boys are 
compassionate, sensitive and understand of the needs of others. They can take 
one look at someone and know immediately that person is having a bad day or 
doesn’t feel well.  I like that quality in them.  

 



 
 

 

 

 

To close out “our story” the journey and challenge of being a mother of two boys 
with hemophilia has not always been pleasant,   rewarding - YES.  Children with 
hemophilia are so very special, I’m grateful for the opportunity I was given. 

 

 

 


