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GRAY:  I am sitting in Children’s Hospital today, Friday, September 

24th, 2004 with Mr. Mike Dowling, who has been kind enough to 

drive all the way from Vermont to participate in the oral history 

project called The Gift of Experience.  So first of all, I want to 

thank you, Mike, for coming. First of all, what diagnosis and or 

diagnoses do you have?  

MD: I have severe factor-VIII hemophilia, and as a result of that I also 

have HIV and Hepatitis-C.  

LG: I see.  So you’ve gotten all three of those chronic illnesses.  

MD: I have.  

LG: Okay, and so let’s start by my asking you where did you grow up 

and who did you grow up with?  

MD: I was born and raised up in Vermont, in northwestern Vermont in a 

small town called St. Albans, a town of probably eight thousand 

people.  I have a mother and father and a brother, who is three 

years older and was lucky enough not to be affected by 

hemophilia.  We had no record of it in the history.  No family 

history at all of hemophilia, so I was kind of a complete surprise.  

When my umbilical didn’t heal and circumcision also didn’t heal, 

then they suspected that maybe something wasn’t quite right and I 

went down to Burlington, which is about thirty miles south, where 

the University is, and they have a medical school and several large 

hospitals in Burlington, including a hematologist.  

LG: An actual hematologist.  
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MD: An actual hematologist,  

LG: And what year was this?  When were you born?  

MD: This would have been 1960.  

LG: 1960, so you are?  

MD: I am forty-four.  

LG: How do you know the story?  Tell me who told you the story?  

MD: My folks.   

LG: And what did they say about your umbilical cord or your 

circumcision?  

MD: I don’t think it was hemorrhaging major.  It just plain was oozing 

and not healing over and my pediatrician, needless to say, was 

concerned and knew something wasn’t quite right because he had 

seen a lot of babies in his days, and knew that there was some kind 

of an issue here because it was not resolving itself on its own.  

LG: Now, did the word hemophilia actually come up in 1960? 

MD: I’m not sure if it did initially or not.  Not necessarily by the 

pediatrician.  It may have been after we saw the actual 

hematologist down in Burlington that that came up.  

LG: But you were actually diagnosed as an infant then.  

MD: Yes.  

LG: Tell me a little bit about your family.  Your mother and father, 

were they from Vermont? 

MD: They were both born and raised in Vermont.  In fact, my father 

was born right in St. Albans and my mother was born up on the 

Canadian border in an even smaller town.  They had been married 

about four years when I was born.  My mother has one brother in 

her family and so in theory the hemophilia would have come from 
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her side.  So certainly we looked when there was more genetic 

information available on how it traced through, we quickly looked 

at my mother’s side, figuring that’s where it had to come from, 

obviously.  She only had the one brother and he was fine.  No 

sisters.  So we jumped back to my grandmother’s generation, who 

was alive until not too long back, and we looked at her generation.  

She had one brother who was killed in World War I and he was 

fine, and no sisters.  My great grandmother was still alive when I 

was born and we were lucky enough on my mother’s side to have 

longevity in the family.  She remembered her great-grandmother.  

So we’re going back a long ways here.  

LG: What about your grandfather’s family? 

MD: We did look at my grandfather as well, of course, and my 

grandfather had no problems and his family was a little more 

sordid, I guess.  He had two sisters and several step sisters and 

brothers.  So my great-grandfather, I guess it would be, was 

actually married three times and his wives all died in childbirth.  

So it becomes a little more convoluted because he had a lot of step 

sisters and step brothers who didn’t even really live with him.  The 

father moved and he was brought up by his grandmother, he and 

his two sisters.  

LG: But it catalyzed a real looking into your family history, it sounds 

like.  

MD: Yeah.  Yeah, and in fact for my uncle, my mother’s brother, he’s 

done quite a lot of genealogy study now around that, as well.  So I 

think it maybe sparked an interest with him.  

LG: Were your parents educated people?  
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MD: They were both graduates from the University of Vermont and my 

father has his Master’s from Columbia.  So they were fairly 

educated, yeah.  

LG: What do they do?  

MD: Well, my mother was a school teacher, and after I was born I think 

she got down and decided to be a homemaker, which was fairly 

common back in the ‘60s still.  My father had inherited a family 

business and worked with his two brothers in a tobacco-candy 

wholesale business.  Going way back in the earlier 1900s, my 

granddad had come over from Ireland and grew up in Burlington. 

He had bought a corner tobacco store with the old cigar store 

Indian, back in the teens, and they used to roll cigars there. St. 

Albans is a railroad town and they were located right across from 

the railroad and a lot of guys smoked.  So they had a booming 

business back in the early 1900s with cigars, but then after World 

War I, when a lot of the troops went over to Europe, they came 

back and they were smoking cigarettes because they were much 

smaller, more portable, easier to carry and cigarettes became 

involved and those are harder to make, and were done better down 

in the Carolinas.  There were other areas that did cigarettes better, 

so it kind of was the demise of the cigar business to a certain 

extent, but they were still selling tobacco products.  

LG: So he had an actual store.  Was it retail? 

MD: No, by that time—by 1960 he’d gone into wholesale distribution, 

and because there’s taxes involved in things through the state, 

through all states, they channel everything through wholesalers to 

do distribution. So even today and even the Wal-Marts and the 
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CVS’s and the Walgreens have to go through some kind of a 

wholesaler.  They can’t bring in tobacco products, usually in most 

states, direct.  So the business as a wholesaler is still alive, even 

though we’ve since sold out of the business.  That had gotten into a 

third-generation business.  My brother and I were in business with 

my cousins and it just didn’t look like it was going to work, and we 

had an opportunity to get out and realize a decent financial gain out 

of it, and we took that opportunity back in ’89. My father retired.  

LG: Now, tell me about your brother.  You said you had a brother three 

years older than you who doesn’t have hemophilia.  

MD: Right.  Correct.   

LG: And his name is?  

MD: Mark.   

LG: So, Mark and you ended up going into business together at some 

point.  

MD: Yes.  

LG: As time went on.  Were you two close?  

MD: We were fairly close.  We were three years apart in age.  We both 

were interested in music, so we had some of the same interests.  

Both did pretty well in school, academically. So we had some 

interests in common certainly, yes.  

LG: Okay.  Let me go back a little now to what you remember.  What is 

your first memory of hemophilia?  

MD: That’s a good question.  I don’t know if I have a specific incident 

that I really remember thinking, “Oh, this is hemophilia causing 

it.”  Certainly growing up, like most of the kids of my generation, I 

spent a fair amount of time in the hospital.   
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LG: Tell me about that.  

MD: Well, for bleeds.  

LG: What’s a fair amount of time in the hospital?  

MD: Well, I was in several times a year and each time for several days 

at a time.  

LG: Several days?  

MD: Yeah.  Obviously, we didn’t have the factor products available, so 

it was a matter of taking whole blood or fresh frozen plasma, or 

whatever was available at the time.  So it was a very slow, painful 

process if there was some blood internally or otherwise.   

LG: What hospital did you go to?   

MD: We had a hospital called Kerb’s, which was not far from where I 

lived.  

LG: Not far?  

MD: Maybe a mile or so from where I lived.   

LG: Would you know when you were going to have to go to the 

hospital?  

MD: I certainly knew when I was having a bleed.  

LG: How would you know?  

MD: Usually if it was a joint bleed, there would be pain and swelling, 

stiffness.  So those were often the early signs of it.  Sometimes I 

wasn’t always forthcoming about the information and I don’t know 

if it was just denial or mentally you weren’t prepared to declare 

yourself having a bleed.  You were hoping maybe it was just some 

stiffness that would go away.   

LG: Do you remember that process in your head?  

MD: Yeah.  Yes, I do.  
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LG: What do you remember?   

MD: Just a reluctance maybe to come forward with the information right 

away, and probably also the fact that there really wasn’t an awful 

lot that they could do, so that it really didn’t matter.  Unlike now 

where it’s just a matter of popping out some factor and you can 

take care of it.  Back then there really wasn’t that much for 

options, anyway.   

LG: So you felt like what’s the point of telling anybody anyway. 

MD: It’s not like they could really do much for me.   

LG: What did they do for you when you were young?  

MD: Well, I mean they were able to ice down the joints and things 

maybe to try to help relieve some of the swelling and pain.  

LG: Do you remember that?  Do you remember being iced down?  

MD: Yes.  Oh, yeah.  Yeah.  

LG: What did they put on?  Who took care of you?  Was it your mom 

or your dad?  

MD: It was probably my mom.  In some respects it was more my mom.  

She was there day in and day out with me, so certainly she’s the 

one who had to deal with the issues and things.  My dad had to 

earn a living, but he always seemed like he was there for me.  

Looking back historically, I know he worked hard and things, but 

he would try to juggle things around and juggle things around with 

this two brothers, sometimes because his business was small and 

growing, so he didn’t have a lot of options to just take a day off.  

So they would just somehow juggle things around to make things 

work so that he could spend some time with me, either in the 

hospital or at home.   
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LG: Was what their attitude, do you remember, about the hemophilia?  

Were they anxious?  Were they pragmatic?  Do you remember? 

MD: Obviously, they didn’t know anything about hemophilia at all at 

that time.  I think they were fairly aggressive about trying to find 

out more information.  

LG: Why do you think that?  

MD: Just that they sought out what there was available for information.  

There weren’t any support groups.  There weren’t any hemophilia 

treatment centers back then so there wasn’t an awful lot of 

resources available out there.  But they were put in contact with a 

doctor down in Boston here and through the New England 

Hemophilia Center.  I know they came down to some meetings 

when I was young, in order to try to network a little bit with other 

parents and just find out more information than they were able to 

get locally up in Vermont.  

LG: Were they very protective of you? Did they treat you and your 

brother differently?  What do you remember about the attitude 

toward the disease?  

MD: I certainly probably had a more protected childhood than I would 

normally have had.  Certainly, and I’ve never ridden a bike before 

and experiences like that.  I stayed fairly— 

LG: They were off limits for you?  

MD: Yeah, and I stayed pretty much in my own dooryard.  We had a 

giant sandbox back there under a big tree and the neighborhood 

kids would come over, so I still had plenty of friends, play friends, 

but I think for her it was comforting to know that I was right there 

in my own backyard, so if something did happen, she wouldn’t 
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have to worry about either finding out about it later on from me, or 

finding out about it from a mom or something like that, down the 

street.   

LG: Do you remember what your attitude was toward hemophilia as a 

kid?   Did you resent it?  Did you have any feelings about it?   

MD: I don’t really recall resenting it at all.  I mean, it just was the cards 

that were dealt to me, that’s all, and I knew I was different than 

other kids.  

LG: Did you?  

MD: Yeah.  

LG: In what way?  I mean, what did you know?  

MD: Well, certainly one of my earlier memories of hemophilia was a 

fairly major bleed that I had incurred.  We were over in Maine, 

actually, on vacation and I fell off the back of a picnic table, as a 

child, and I think I was around five.  I was—you know, I just 

forgot and leaned back and tipped over and landed on my head.  

That night in the hotel, I started having nosebleeds.  My eyes were 

looking in opposite directions.  So the left eye was looking left and 

the right eye was looking right, so the vision was no longer 

coordinated and I had headaches and things.  My folks, because 

they didn’t have any resources of knowing treatment options over 

in rural Maine, plopped me in the car.  We packed up everything 

out of the motel room that night and drove straight back to 

Burlington, straight home, where they knew that they had some 

resources and in fact didn’t go back up to St. Albans, but stopped 

in Burlington, knowing that’s where I probably would end up 
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anyway.  That’s where most of the better medical centers are, and 

like I said, the med school and things.  

LG: And you remember this?  

MD: Yeah.  I think the memory I have actually is after that, as well.  I 

was in the hospital.  I had had a severe concussion and a lot of 

hemorrhaging inside the head and the brain.  The nurses shaved all 

my hair off.  I didn’t know anybody and really didn’t even 

recognize my own folks.  So I have few early childhood memories 

from before that.  It kind of wiped the slate clean for me.  So, yeah, 

I was in the hospital for a long period of time.  

LG: Do you know how long?  

MD: Maybe six weeks.  

LG: Six weeks!   

MD: Fairly long, yeah.  

LG: What did they do for you?  Do you remember?   

MD: Well, they shaved all my hair off.  

LG: Other than shaving your hair?   

MD: Well, I mean they had these wires coming out of my head where 

they doing kind of brain scans and things like that, and gradually 

they encouraged relatives and friends and things, trying to jog the 

memory and stuff.  I mean, I don’t think it was—I don’t know.  I 

don’t think it was ever really life threatening, necessarily, although 

maybe with bleeding in the brain there is certainly—it could be life 

altering, at best, and maybe it was.  I don’t know.  But anyhow, so 

I had people that would come down, relatives that would come 

down and see me, and I might not always recognize who they 

were.  
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LG: Really?  So this is what people told you, that you didn’t remember 

who they were.  

MD: Right, exactly.  Exactly, yeah, and after that fact, after I got out—

well, there were a bunch of different kind of changes in my life as 

a result of that.  I had been skinny as a young child, you know, 

fairly slender, and I gained all kinds of weight.  I had an insatiable 

hunger when I was in the hospital.  I just wanted to eat all the time, 

and actually the doctors knowing I was quite sick and things, they 

actually kind of encouraged.  So they didn’t get turned off that I 

was hungry all the time, and they just plain fed me, and I 

ballooned.  I mean, I got heavy in a hurry, both in the hospital, as 

well as out.  Once I got out of the hospital, I gained weight that 

stuck with me for basically most of my life.   

LG: And what other changes?  You said there was really life altering 

changes. 

MD: Well, I noticed down the line.  I mean, I seemed to go through 

puberty maybe earlier than other kids my age.  Voice changed, hair 

started coming out in the early grades.  First grade, second grade.  

LG: Really?   

MD: Yeah, you know, and I don’t know—you know, I only ended up at 

five foot four, so I’m not a tall man and I’ve been basically below 

average most of life, height wise.  Not that my folks are real tall 

either, necessarily, but they’re both, you know, several inches 

taller than I am, as is my brother.  Also, I wore a—which kind of 

became my moniker, if you will, I wore a blue baseball helmet.  

LG: After that event?  

MD: After that event.  
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LG: Your parents were so worried.  

MD: Well, the doctors recommended it.  Doctors recommended it just 

because they said “Maybe next time he won’t be that fortunate.”  

So I had a baseball cap.  Not cap, but helmet that I wore to school, 

I wore any time I went outside the house.  

LG: What was that like for you?  

MD: Well, certainly it set me apart from most of the other kids and I 

kind of, like I say, became known for it.  They knew I was the kid 

with the baseball helmet and wearing it through school and things, 

certainly other kids were not allowed to wear hard plastic baseball 

helmets in the classroom. So.  

LG: What color blue was it?  

MD: It was like a navy blue.  Had—there was no real marking on it.  It 

was just a solid helmet.  So the other kids, I think, were amused 

and certainly, you know, growing up in elementary schools, there 

were certain challenges.  The schools were not handicapped 

accessible, so you know, just getting upstairs was sometimes a 

challenge.  

LG: When you had a bleed, you mean?  

MD: Yeah.  Yeah, exactly.  So there were no elevators or anything like 

that back then.  I was in a little four-room school house with first 

and second grade downstairs and third and fourth upstairs, a few 

blocks from where I grew up.  

LG: So really a tiny, little school.  

MD: Yeah.  I mean, what the city had done was located several little 

neighborhood schools around for the elementary kids, and then had 

things consolidated for junior high and high.  
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LG: Now, were you often limping or on crutches or in braces?  Do you 

remember any of that?  

MD: I don’t recall being in braces much.  At least not going to school 

and things, certainly.  But crutches certainly were fairly common.  

LG: They were?  

MD: Yeah.   

LG: So you were often having bleeds— 

MD: In the legs.  

LG: So that you had to take the pressure off.   

MD: Yeah.   

LG: Were you bandaged, too, do you remember?  

MD: Yeah, ace bandages and things like that.  I mean, those kinds of 

things were usually more hidden by clothes and stuff, so they 

weren’t maybe quite as obvious to some of other kids.  Obviously, 

I missed a lot of school growing up, as well.  

LG: You did miss a lot of school?  

MD: Yeah.  

LG: Why?  What happened?  

MD: Well, for bleeds and being hospitalized and things.   

LG: And so you’d be at home taking pressure off, you mean?  

MD: Right.  Right.  

LG: Were you in a lot of pain, do you remember, as a kid?  

MD: Yes, it was certainly very painful.  Yeah, there weren’t an awful lot 

of options back then for treatment of pain.  I don’t think they 

wanted to get into things like narcotics and things, particularly as a 

child.  So of course I would take aspirin by the bottle, not knowing 

that it was actually making the pain worse as back in the ‘60s they 
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didn’t have any other options and they knew nothing about Tylenol 

or about the bleeding side effects of aspirin.  So I would take the 

good old-fashioned St. Joseph’s, which I don’t even know if it’s 

still made or not, but kind of orange chewable tablets for pain.  

Typically to try to relieve some of the pain.   

LG: How did you handle the pain as a kid?  

MD: Well, my father would quite often come in and rub my joints.  

Rubbing alcohol.  Felt cool to the joints and I think maybe just his 

kind of soft touch and him being there was certainly, you know, 

very beneficial.  My mother would also do it sometimes, too.  You 

know, I’d have to have maybe physical therapy or home healthcare 

come in to provide some extra services.   

LG: Do you remember crying a lot or wishing this weren’t happening 

or was it just— 

MD: It was just sort of a fact of life, you know, I guess, and just 

something I had to endure.  

LG: Nothing you ever questioned particularly?  

MD: Not necessarily, no.  No, I don’t recall really questioning it.  I 

mean it would have been easy to sit there and kind of wallow in 

self-pity and say, “Why me?” and, you know, “Is somebody trying 

to punish me here?” 

LG: Why didn’t you?  

MD: Well, I don’t know.  I guess just maybe my outlook on life.  My 

father has a good sense of humor and he’s always very upbeat.  My 

mother is kind of a nervous, high strung type person and wasn’t 

perhaps as good dealing with some medical issues, as my father 

was.  She, like some moms, would tend to get maybe more 
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emotional and he could stay more level-headed and say, “All right, 

we’ll deal with this,” and “Let’s find out what we can and if we 

need tests done, let’s do it.  If he needs to be transported to 

Burlington, let’s make it happen.”  So he was certainly much more 

proactive on staying calm and getting things done.  

LG: Was that beneficial to you, to have a calm voice?  

MD: I think so, yeah.  Yeah.  I think it was.  It was reassuring, certainly.  

LG: It was reassuring.   

MD: Yeah, because it felt sometimes like he was taking action, perhaps 

more and even though there wasn’t always a lot he could do and a 

lot of times the pediatrician took the ‘wait and see’ attitude. You 

know, he wouldn’t typically treat for joint bleeds, and there 

weren’t a lot of treatment options, anyway.  So I’d be hospitalized 

for more serious bleeding issues where something would just plain 

start and not stop.  It seemed like I had a fair amount of issues with 

dental bleeding, losing baby teeth where it would just plain start to 

bleed and not stop.  

LG: What do you remember about that?  

MD: Well, those were the times when I typically had to be hospitalized 

because a lot of times it would just take so much blood out of my 

system.  Particularly where you’re teething and other things where 

you’ve got several things going on in your mouth simultaneously 

and they didn’t have a lot of options to really stop the bleeding 

back then.  There weren’t—obviously they didn’t have the blood 

factors to be able to do it, but applying pressure and applying ice 

really didn’t work as well with the mouth, with your saliva and 

your tongue and trying to eat and do other things.  Clots just plain 
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didn’t stay in place, if they did develop anyway.  So quite often 

when they would develop, they’d be first size.  So they were 

massive.  

LG: Do you remember that?  

MD: I do.  Yeah.  I swallowed a lot of blood as a kid, and then there are 

certain repercussions as a result of that.  You feel anemic or things 

like that.  Your stools get dark and hard and as you get anemic, 

they used to throw you on iron and that would also contribute to 

making your stools hard and dark.  So kind of unpleasant little 

things like that.  So then they would give you something else for 

that, soften your stools and sort of a big chain reaction.  

LG: What were the healthcare providers like?  Do you have any 

memory of that?  The doctors, the nurses, whomever you came in 

contact with, because you spent a good amount of time, it sounds 

like, in the hospital.   

MD: I spent a fair amount of time.  They knew me pretty well and it’s a 

small town, so they were certainly pretty friendly.   I can recall at 

times where I would have to have many transfusions done that 

your body becomes bloated.  It’s just plain too much fluid. They’re 

bumping you full of fluid, so your arms and legs just kind of swell 

and everything else just sort of swells with all that extra fluid that 

you have in your body.  And your heart rate tends to go up a little 

bit.  

LG: Do you remember that?  

MD: I do, yeah, and they would have to monitor it.  The other problem 

they had back in the ‘60s was cross matching on the blood.  So, 

sometimes you’d get a bad pint.  It just plain hadn’t been cross 
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matched well enough, and when that happened, you usually knew 

fairly fast because you’d break out in hives and get sweaty.  I 

mean, they knew right away what to do in the sense that they 

obviously stopped that transfusion and hung a different bottle of 

blood, or kind of flushed the lines of it and so-forth. There wasn’t 

an awful lot they could do necessarily to reverse the effect.  The 

effects just sort of went away on their own.  

LG: Was the hospital a home away from home for you?  Would you go 

that far?  

MD: It wasn’t exactly a place that I necessarily looked forward to going 

to.  

LG: It was not?  

MD: No.  I mean, I didn’t—I got so I knew the people up there and the 

hospital was newer and it was all on one level, and I felt the care 

was good for the time.  So it wasn’t like I resented going to the 

hospital, but it was just sort of like, “Okay.  Well, whatever.”  

LG: Would life be put on hold?   

MD: Of course.  Yeah, of course, for the whole family.  You know, I 

delayed trips.  

LG: For the family.  

MD: Yeah, and so it wasn’t like we didn’t make plans because of it, but 

it was just that the plans got derailed sometimes, as a result of it.   

LG: How was that for you, do you remember?  

MD: Obviously I felt bad because I was the source of it.  If we were 

scheduled to go to Maine on vacation or something and I came 

down with a giant bleed just before we were due to go, you know, 

it was obviously disappointing to both my folks, to myself and to 
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my brother.  But my brother was great, and he never said anything.  

I look back on it now and I wonder if maybe he resented all the 

attention because I certainly got an awful lot more attention than 

he ever got as a child.  

LG: But you were never made aware of that as a child, at least from 

him. 

MD: No.  No, not at all. No, I never felt that at all from him.  No.  

LG: Did you ever feel at any point, as you were growing up and living 

with your parents, of, “Oh, I’m causing them trouble”? 

MD: I certainly had those thoughts.  

LG: You did?  

MD: Yeah.   

LG: What were they?  

MD: Well, just that, you know, I was certainly a burden to them.  

LG: You did feel that way?  

MD: Sometimes, yeah.  Yeah.  

LG: Were you able to express that, or did you just wonder it?   

MD: I think I more wondered it.  You know, I might have expressed it 

to them upon occasion, you know, just that they had to kind of wait 

on me hand and foot and I knew that wasn’t normal.  They didn’t 

have to do that with my brother.  He had more independence and 

was more independent himself and maybe he was more 

independent just from the nature of the fact that my folks had to 

give me so much more attention that it just sort of made him more 

independent right from the start.  

LG: What do you mean he was more independent than you were?  How 

do you—what was your view of that?  
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MD: Just that I obviously led a fairly sheltered life and my father’s 

parents had both passed away before I was born, but my maternal 

grandparents were still around and they were about twenty-five 

miles from my home and they came over.  We went over there 

once a week and they came over to our town once a week, as well.  

So I’d see them quite often and my brother would spend quite of 

lot of time with them.  So he enjoyed spending time with them and 

if I was in the hospital he knew that my folks were going to 

spending a fair—their nonsleeping hours probably up at the 

hospital with me, and maybe even their sleeping hours up in the 

hospital with me.  

LG: So you remember your parents visiting you a good deal at the 

hospital.  

MD: Yeah.  Yeah, they did.  Yeah, my mother would come up and 

usually spend most of the day up there.  

LG: Really?  

MD: Yeah.  So my grandparents kind of pinch-hit for them when my 

brother was still around, so that there’d be somebody there to meet 

him when he got home from school or prepare him dinner or 

whatever.   

LG: Did they have any expectations of you of avoiding bleeds or blame 

you if you got a bleed?  

MD: No, I never felt that at all.  

LG: You never did?  

MD: No.  You know, and I certainly—I loved my grandparents a lot and 

Mark certainly got to be a lot closer to them than I did and he had 

more independence to be able to go over there and spend time with 
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them.  I think they were reluctant to have me over there and I was 

probably reluctant to stay over there, as well, for fear because they 

were twenty-five miles further away. The roads weren’t as good 

and my grandparents just weren’t as equipped and they were in a 

tiny village with a few hundred people.  I don’t even know when I 

was growing up if there was even a doctor in town.   

LG: Did you live in fear of getting a bleed?  

MD: It certainly always was a fear, yeah. Sometimes I could forget 

about it and kind of cut loose a little bit more, and like I say, I 

never played sports at all.  

LG: You never did?  

MD: No.  No, and I didn’t take phys ed with the kids in school or gym.  

LG: What did you do?  

MD: Just would hang out.  You know, just have a study break while the 

kids were playing dodge ball or whatever it was they were doing.   

LG: That was your choice or your parents told you “You better not.”  

MD: Yeah, and the school system, I think, too, also even from a liability 

issue.  Even back then they didn’t want to see me getting hurt on 

the school grounds, and so they were fairly protective even at 

recess and things, certainly, too.  

LG: How did the other kids treat you in school?  Do you remember?  I 

mean, here you were, this visibly different kid with the helmet and 

with the crutches at times or sitting by the sidelines.  Did they tease 

you? 

MD: I don’t recall getting teased an awful lot. There was one kind of 

tough kid when I got into junior high school, where they had 

consolidated for the entire city and there was kind of a tough kid 
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that I remember running across a few times, and he never beat on 

me or anything.  He knew my problem, but in the hall he’d say, 

“Hey, Hemo.”  So, that was his nickname for me, and I sort of 

didn’t like it.   

LG: You didn’t?  

MD: No, but he was from a tough family on the wrong side of the tracks 

and a big family and was known for being part of kind of a gang 

with his brothers.  So I just didn’t feel comfortable going after him 

or saying, “Hey, cut that out,” kind of thing, and really drawing 

attention to it or showing him that it bothered me.   

LG: Was that the only name you had ever been called?  

MD: Yeah, really.  Yeah, you know, I don’t remember ever anybody 

much calling me cripple or anything like that, even though I sort of 

was at times, certainly.  I’d go down and have my shoes specially 

done down in Burlington because they would put in arch supports 

and things like that, so I couldn’t just go and buy an off the shelf 

pair of sneakers somewhere.  My PF Flyers had to be specially 

fitted, Keds or whatever they were back in those days, usually with 

some kind of an orthotic or orthopedic support and there wasn’t 

anybody in town that could handle that.  

LG: How did that affect your relationships? I mean, could you have 

friends?  

MD: Yes.  Yeah, I had a good friend across the street from me and he 

would come over.  He also was kind of a—led a fairly sheltered 

life and he didn’t seem to go out of the neighborhood very far 

either and didn’t have an awful lot of friends.  There were a bunch 

of other neighborhood kids and things who, you know, would 
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come over from time to time.  They were more mobile.  They had 

bikes and things, so they could go across town.  So they had 

friends in other areas.  They didn’t need to rely upon just having 

the kids next door be their friends.  So once they got to school, 

they developed friends in other neighborhoods and things and had 

that ability to be more mobile with the bicycle than I did.  

LG: But in school, did kids like you?  Did you like kids?  Were you 

part of the group or did you always feel separated?  

MD: Yeah, I liked kids and I think kids liked me, and I think in high 

school getting involved with the music program, both the chorus 

and the band program, gave me an opportunity or an outlet to not 

just rush right home after school and be there.  Typically the 

practices and rehearsals and things were in the evening, and so it 

gave me a sense of independence to go down and do that.  My 

brother was also involved in the music programs, too, so in high 

school when I was a freshman, he was a senior, so it provided an 

easy way for me to get there.  They maybe had to drive me my 

sophomore year and then by my junior year I had my license and 

they’d give me the car, which gave me even more independence, 

and probably gave my mother more gray hairs.   

LG: How did you manage to continue in school with so many 

interruptions?  Did it affect your academic life?  

MD: I still did okay, I mean, academically I think.  I finished 

somewhere in the teens in my senior class, maybe fifteenth or 

something in a class of two hundred and seventy-five.  So I didn’t 

do too bad.  
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LG: It sounds like you did quite well, in fact.  But how did that occur, 

with you missing so much school?  

MD: Well, I just would study and, you know, good grades were kind of 

instilled in us as being important.  

LG: So your parents had expectations of you?  

MD: I think they did and they certainly expected that we would go on to 

college, both my brother and I.  It was just sort of an unspoken 

expectation.  They both had done it and it was just assumed right 

from the start.  

LG: So despite all the interruptions and pain and hospitalizations, the 

message was you were still expected to press on.  

MD: Yeah.  Uh-hmm.  Uh-hmm.  

LG: How did you do it? How did you possibly do it, dealing with pain 

and soreness and crutches and hospitalization, how did you keep 

going on?  

MD: Well, I think sometimes after you’ve been sick or laid up, you look 

forward to getting back into the mainstream again, to seeing 

friends, to going back to school, and getting back into your 

network and your social life back.   

LG: Was there a lot of sympathy in your life, do you remember?  Did 

people feel badly for you?  

MD: Well, certainly.  Yeah, there’s always some of that kind of thing.  

Yeah.  

LG: What was that like for you?  Was it comforting?  Was it not?  

MD: I don’t know.  It was just—I know it’s a way for people to kind of 

deal with things to express their concern and sympathies and so-
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forth, for the situation.  Because here’s a child who’s in pain and 

things and obviously is somewhat grounded by it.  

LG: As a teenager, was it the same thing?  

MD: Well, as a teenager, treatment options were more readily available.  

LG: What was happening by that time?  

MD: Well, by that time we had cryoprecipitate and fresh frozen plasma.  

LG: What was that like?  How was that different from the whole blood?  

MD: Well, the transfusions could be done a lot faster.  

LG: So it was a lot faster.  

MD: It was a lot faster, and I had a new physician by that time.  A 

pediatrician had come to town and he was a fairly young guy, but 

he was also fairly fresh out of med school. My other pediatrician 

that I’d had for probably the first ten or plus years or so, had 

actually died of a heart attack.  This was a new, young guy that had 

come to town from out of state and he had had some education 

around things and was fairly fresh out of med school and certainly 

had a familiarity with hemophilia and was willing to take on the 

case and to do some research and things into it.  So he realized 

what they were doing in other areas of the country and kind of 

became a little more progressive, I guess, on treatment options for 

me.  For most of my life, I think in childhood, I was the only 

person in town with hemophilia, so there wasn’t anybody really 

networkable in terms for my folks at all for support, or even for 

myself.  

LG: Did you ever remember wishing you could meet someone with else 

with hemophilia or not?  
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MD: Yeah, I kind of thought it would be neat, obviously, sometime to 

do that.  

LG: You did?  

MD: Yeah.  I mean, and usually if they came to a medical seminar and 

things, it was probably down here in Boston.  They typically would 

go down themselves and not bring me, because most of the 

programs were more adult oriented.  They didn’t have programs 

for kids, so it was like “What would we do with him, anyway, if 

we were down there in Boston.”  We didn’t have any friends or 

relatives down here, so it wasn’t like they could leave me with 

somebody.  And even that sort of spurs another thing because even 

finding babysitters, sometimes certainly was maybe a challenge for 

my folks as well, because there wasn’t necessarily a plethora of 

young teenage girls out there or whatever that were willing to 

maybe want to take on the responsibility of taking care of 

somebody that was, you know, had some special needs.  They 

would say no.   

LG: So you were really with your family a good amount of time.   

MD: Yeah, and my grandparents would quite often be the ones that 

would be coming over to do the babysitting or whatever.  We 

didn’t have an awful lot of neighborhood babysitter type people.   

LG: We were talking about when the cryo came and the fresh frozen 

plasma.  What do you remember about that?  Do you remember 

going, “This is different”? 

MD: Yeah.  Yeah, I mean certainly you were taking a lot less fluid and, 

you know, it felt as though they were making some advances, 

medically.  So that certainly was encouraging.  
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LG: How old were you then, do you remember? 

MD: Probably pre teens, you know, because Factor came out when I 

was a teenager and that certainly really changed things.  

LG: Tell me about that.  What do you remember about that?  

MD: Well, I mean I still would have to go to the hospital to have it 

done, but I could have it done right in the ER or outpatient, which 

at that particular hospital were basically the same things.  So, it 

allowed more independence and fewer, much fewer 

hospitalizations.   

LG: What was that like for you?  What was it like the first time you got 

factor or even heard about it?  

MD: I don’t know if I even recall what it was like.  I think they just had 

it all just sort of premixed for me.  They still did in it a drip format 

at that time, so it wasn’t as fast now where you actually are 

pumping it in with a syringe kind of thing, right in the back of your 

hand.  So they still had to start an IV, which being considerably 

overweight, had its challenges as well.  I can remember my 

bedroom was upstairs, and my father used to carry me on his back 

because it was hard to navigate stairs with crutches. And if you had 

two things going on simultaneously, if you were having an elbow 

bleed at the same time you were having that knee bleed, it made it 

a real challenge.  So I would latch onto him and he’d carry me 

upstairs, even when I was weighing way over a hundred pounds.   

LG: Was access hard?  You were saying you were overweight.  

MD: I was overweight.  Access was hard.  Access was a challenge and 

at that time they would only initially allow doctors to do it.  The 

nurses weren’t allowed to start IV’s and they didn’t have IV nurses 
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like they do today.  So it had to be an actual physician to start the 

line, but they didn’t really necessarily know any better how to start 

lines.  I think the nurses probably could have done as good a job, if 

not better, but it was not uncommon for them to at least try a half 

dozen times before they’d find a vein.  

LG: So you knew you were up for a lot of pokes.  

MD: Yeah, exactly.  I knew it was time for a pincushion.  Once in a 

great while they would get lucky and hit it that first try, but I was a 

challenge.  

LG: How did you handle that?   

MD: Well, I sort of had to accept it, I guess.  The fact that I’d been 

overweight since after I’d had the concussion, I couldn’t lose 

weight.  I mean I was basically not physically active, so I just 

didn’t burn off my calories.  The doctors had never really 

encouraged me to diet necessarily, either, even though they knew it 

was certainly more taxing on my joints.  They always were afraid 

that if I really got sick, had some kind of major bleed, that maybe I 

would lose a considerable amount of weight.  So they would rather 

have me go into that being on the heavy side, in anticipation that 

that eventually would probably happen.  

LG: But the real philosophy at that time was, “Don’t have him move 

much.  Don’t have him exercise much.” 

MD: Right.  

LG: Just be careful. 

MD: Be careful.  

LG: What do you think that did in relation to your body? 
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MD: Well, certainly, I don’t have the muscle development and things 

that I would otherwise have.  I don’t have the coordination and 

balance that I would have.  

 [end of Side A, Tape 1] 

LG: Mike, in trying to prevent bleeds and being careful with your body, 

were you frightened of your body?  Were you not confident of 

your body?  Is it hard to even put it in that context?  

MD: I don’t recall necessarily feeling tentative about going outside the 

house or whatever.  A lot of times I’d wake up with pain. It seemed 

to always be worse at night and I think some of that’s just the idea 

that when you go to bed something maybe wasn’t hurting much or 

you were up and about and watching TV and your folks were 

there, and there was noise and lights and smells and distractions. 

Then you would get alone in bed in a dark, quiet room and it was 

just you and pain.   

LG: How did you handle that?  What was that like?  

MD: Well, by that time at least they had Tylenol, so they had an option 

that worked better.  They had tried through the years.  I had been 

on various different kinds of more narcotic types of medication and 

things, but obviously the doctors are pretty reluctant to get you on 

that kind of stuff and they also didn’t want to get me hooked at a 

young age on that, either.   

LG: What’s your relationship to pain today?  

MD: It still happens, but I think I have a fairly high threshold for pain.  

Maybe because I’ve endured an above average amount through my 

lifetime that I tend to not get hard, prolonged pain. I don’t take 
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medicines unnecessarily and for minor aches and pains and things, 

I probably just live with them.  

LG: So you’re not so focused on every ache and pain that you have?  

MD: Right. But certainly from a bleeding standpoint, I probably am a 

lot more proactive now than I was back then, you know, in terms 

of infusing.  

LG: I’m interested in just weaving in now the different treatment 

changes because I’m very interested to know what the experience 

was like. 

MD: Well, the doctors certainly were more proactive back then, too.  

Not than they are not now, but I mean even by my teen years a new 

young physician that came to town had said to my father, who 

quite often was more present I guess in my healthcare perhaps than 

my mother was.  I mean she was there to comfort me.  The new 

doctor said: “Perhaps he could learn how to do home infusion,” 

and it was not being done in the state of Vermont and I don’t think 

was even being done in northern New England at that time.  So we 

looked into that possibility, of keeping the medicine in my fridge, 

having my father mix it and then having him start an IV.  There 

were some battles that we had to fight.  

LG: Like what? 

MD: Well, first off with the insurance company. The insurance 

company said they weren’t going to cover the high expense of the 

medicine or accept the risk or responsibility of having it done 

outside of a hospital setting.  There was certainly a training issue 

for my father, although he had seen it done a thousand times on me 

because he was there by the bedside.  He’d expressed an interest. 
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He knew that in terms of my healthcare that it would improve 

things greatly and improve my independence.   We were already 

keeping the factor at the house and mixing it ahead of time before 

we went to the hospital, so that all we had to do was call them and 

tell them that we were on our way.  So the mixing aspect we had 

down pretty good.  So it was just a matter of having him learn how 

to do the IV process, and I think as a child looking back and 

knowing that it was probably going to take them a half a dozen 

stabs for the pro’s to do it, it was like, “Hey, give it a shot.  You 

can’t do any worse than the doctors are doing!” 

LG: So you weren’t scared of it.  

MD: No.  

LG: It was something that you were very open to.  

MD: Yeah.  Yeah, and we’d do it in my brother’s bedroom.  

LG: In your brother’s bedroom?  How come?  

MD: Yes.  Well, he had a full-sized bed and it was a bigger room and so 

we had more room to kind of operate.  I have a small bedroom and 

so it was just a little tighter in there, and he had a full-size bed 

instead of just a twin bed and his bedroom was much bigger and 

brighter.  So it was easier from standpoint to do it there, and we 

took the old slide projector screen from back in those days and if 

you recall, they had a pole that would go up and a hook on the top 

of the pole that you would hook the projection screen on.  So we’d 

hang the bottles from that for the drip.  So we kind of had to 

improvise back then.  

LG: And how did it go?  

MD: It went good.  It went good.  
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LG: And you were a teenager by that time? 

MD: I was a teenager by that time.  

LG: And so your dad was the one who sort of took on that mantle.  

MD: My mother couldn’t even be in the room.  

LG: She couldn’t deal with the needle at all?  

MD: No, and the whole idea of sticking or even seeing my father stick 

me with a needle, she just would stay outside the room.  Yeah, it 

was not something she could emotionally handle.  

LG: Was that okay with you?  

MD: Yeah, because I mean my father stepped up and accepted that 

responsibility, so it didn’t bother me that she couldn’t.  There were 

times I knew when I was having a bleed if he was certainly local 

and it was convenient, he would swing home and do it, but other 

times it would just be a matter of waiting until he got home before 

I would do it. But I’d rather do that than to go up to the hospital.   

LG: Yeah, did you feel different after getting the factor?  Was there a 

physical difference for you?  

MD: Well, certainly the amount of medicine I was taking with Factor 

concentrate was considerably smaller. And so I didn’t get that 

bloated kind of feeling and it worked much better, and they had 

Tylenol and other options at that point in time, too.  

LG: What do you mean it worked much better?  

MD: Well, it was more effective then whole blood was.  I mean, even 

when I was a kid, I knew that there was only a drop or two in that 

pint of blood that I was slowly watching dripping into me that 

really was doing me any good.  The rest of it was just plain added 
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fluid.  They just didn’t have the technology to be able to extract or 

withdraw that drop or two that was really doing me any good.   

LG: So when you said it worked better, what would that mean?  Would 

it mean the pain would go away?  I mean, what was your 

experience?  

MD: Well, yeah.  I mean, it was a fairly immediate kind of relief, you 

know.  Whereas, going into the hospital for some kind of a bleed 

or doing the wait-and-see attitude, which is what we mostly did, 

for a joint bleed it would take days to resolve before the pain and 

swelling would start to go down and then maybe weeks before the 

range of movement would start to come back.  

LG: Whereas with the factor?  

MD: With the factor if you caught it fairly early, you would eliminate a 

lot of that pain and swelling and things and you were more mobile 

faster.   They talked a lot about as a child developing an aura for 

when you were bleeding so that you would catch it early.  I had 

problems kind of developing that aura initially.  

LG: What does that mean, tell me, developing an aura?  

MD: Well, being able to diagnose your own body when something is 

going wrong.   

LG: I see, and you had trouble?  

MD: I didn’t always know.  

LG: You just didn’t?  

MD: I just didn’t necessarily know ahead of time, and it was something 

they couldn’t exactly teach you how to do, but it was just the idea 

of trying to catch it early.  That was popular even back then.  I 

think it’s become more popular now.  That they really preach it a 
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lot now about trying to infuse early and things, but even back then 

there was some theory that if you caught it early, before the knee 

was the size of a watermelon, that you would alleviate a lot of long 

term pain and damage to the joint.  

LG: But you say even though you got so, so many bleeds you still 

didn’t necessarily know or were able to recognize when— 

MD: Something was happening, before it got out of control. 

LG: Yeah, still couldn’t.   

MD: It took a while for that to come, I guess, to be conscious kind of 

level.  

LG: Do you have that consciousness now?  

MD: I think I do, yeah.  Yes, I certainly am much better now than I was 

before.  I know some of the warning signs of when things are just 

not right. 

LG: Like what?  What are they?  

MD: Well, usually you either start to feel a twinge or a pain or maybe 

you just can’t straighten that elbow out quite as good as you 

thought you could before, or the knee seems to be boggy, and 

there’s a different kind of pain that you experience from that than 

you would from arthritis. Clearly now as an adult, I have arthritis 

in all those joints because of the bleeds that I had as a child.  So 

you have to be able to differentiate the difference between having 

an actual bleed and what’s just some stiffness because it’s arthritis 

and the fact I’m not getting any younger.  So I don’t want to 

necessarily cry foul and run and infuse every time you are a little 

stiff getting out of a chair, but you also need to be aware.  In the 

morning I kind of do a self-diagnosis check up myself. Some of 
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that just comes from history because I typically would wake up in 

the morning with a bleed.  

LG: You would?  

MD: In your sleep at night something was probably festering the night 

before, but when you went to bed you didn’t pick up the warning 

signs.  Then you’re sedentary for six or eight or more hours and 

you wake up and you can’t move your elbow or you can’t move 

your ankle.  So by that time it’s almost too late and I sometimes 

have that now, too.  Or you’re tired and it’s late and it’s like, “Ah, 

I’ll do the wait-and-see attitude.  Maybe it will be better tomorrow.  

Maybe it’s just because I’m tired and I’ve had a physical day.”  

LG: “And I just don’t want to bother with it now.”  

MD: And I just don’t want to bother.  It’s eleven o’clock at night.  It’s 

harder to find veins at that time of night, you know.  You’re tired 

and so you would postpone it. 

LG: So that’s how life comes into it, too, of just managing the whole 

business of hemophilia.  

MD: Right.  In college I had some challenges, too, with the hemophilia.  

I ended up going to a local school up in Vermont.  

LG: Because of the hemophilia?  

MD: I don’t know.  I came down here and I looked at Boston College 

and Northeastern and BU.  BU was a little daunting because it was 

so huge, and certainly my hemophilia influenced the direction I 

went into career wise.  Because I’d been around doctors and 

medicine all my life, I went into pre-med.  So I looked at where 

pre-med programs were and I didn’t ever have visions of going to a 

college in California or somewhere, but I thought spreading my 
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wings a little bit and coming down this way might not be a bad 

idea.  At the time Northeastern was academically not looked upon 

all that favorably and I certainly didn’t have the grades and stature 

to get into Harvard or anything like that.  So, BC and BU looked 

like viable options.  Dartmouth was another school I was interested 

in, and then right there at the University of Vermont, which has a 

med school.  So I came down and looked at these schools and like 

I say, BU seemed kind of daunting.  It was all on Comm Ave and I 

just remember the high rise dorms and sort of all being on a four 

lane highway with the tracks in between and it was like, “Well, 

where is the campus?  Where are the trees?  Where’s the lawn?  

It’s all concrete.  It’s all asphalt,” and it was just huge.  You know, 

tens of thousands of people there.  Growing up in rural Vermont 

there were more people there in one dorm than were in my whole 

city growing up, so it was kind of mind blowing for me, I guess, 

back then, being kind of a country bumpkin.  

LG: So you think it was more that it was the comfort of being more 

rural or close to home, than the fact that you were afraid to go 

farther away because you had hemophilia?  

MD: Right.  There were some challenges in college.  I didn’t have a car 

right away when I started and so when I had a bleed, we tried over 

at the hospital.  I wasn’t far from the hospital, so I thought, “Well, 

maybe we can try it going over there.”  Well, their ER is also 

combined with their outpatient, so you’d go over there and they’re 

a triage center and the largest medical center in the state, so they 

get all the critical cases.  I’d either walk over or more often than 

not I’d get security to give me a ride over and it was not 
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uncommon for me to wait over there eight to ten hours for 

treatment.  So it just took forever, and I was going to keep the 

medicine in my own refrigerator and mix it, but gee, that wasn’t 

practical when you might have to wait ten hours before they would 

infuse it.  

LG: So what did you do?  

MD: Well, then I decided maybe I would try going through the school 

infirmary, which also wasn’t that far physically from where I was, 

and I could either walk down to that or they could give me a ride, 

particularly if I was having foot challenges or leg challenges.   

They did okay.  The shortcoming there was they weren’t open all 

the time, so you had to make sure you had your bleeds when it was 

convenient for them and not necessarily when it was convenient 

for you and work around it.  If it was a light bleed or something 

and you could make it to class, but you couldn’t necessarily walk 

to class, I would get security to give me a ride, and they did that 

for other folks.  

LG: You didn’t self-infuse?  

MD: No, I did not.  Not at that point.  Also, backing up a little into high 

school, to kind of digress a little, there was a family that moved 

into town that had a son my age with hemophilia, with severe 

factor VIII, who had gone through many of the same challenges I 

had. So we got to be friends in high school and also we were 

roommates in college.  

LG: Really?  

MD: Yes, and he had an inhibitor.  So his case was certainly a little 

different.  He had a younger brother, actually, who was unaffected 
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by it and in his particular case they knew about it in his family and 

he had several cousins with it.  So it was not a huge surprise when 

he was born in 1960 with hemophilia.  He resented his folks.  He 

took on a whole different stature to life.  He resented having 

hemophilia.  He was bitter about it and he was bitter towards his 

folks for even having him, knowing that there was a chance that he 

could have hemophilia.  I think they were as good to him as my 

folks were to me and as loving, so I don’t think it was like they 

were abusive or anything like that to him.  I just—I don’t know.  I 

never could buy into that theory psychologically.  It happens, and 

you couldn’t wish his folks for not having kids, just because there 

was a chance they could have a son with hemophilia. And I saw 

the darker side to things with him.  He had some substance abuse 

problems in college, which was too bad.  I think the medical 

system had failed him a couple of times and having inhibitors, they 

didn’t have as much to offer him.  So he kind of shunned them 

away.  Just figured, “Hey, they’re not going to do much for me.  I 

might as well just deal with it.”  In fact, they didn’t do much for 

him a couple of times, or they put him on narcotics and got him 

hooked.  Got him hooked on narcotics, so he figured he needed 

those Valium when he got up in the morning because that pain was 

just too hard to deal with, and then he got hooked on alcohol and 

things, too.  A good mixture.  

LG: What was that like for you to finally meet your first guy like you 

who has hemophilia, but to have him have such a seemingly— 

MD: Kind of dark attitude on things.  It was—I found it interesting.  I 

think if anything it maybe gave me more resolve to try to stay 
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upbeat and chipper about things because I could see the other side 

and it’s like, “Eh, that’s not a side I want to be in.”   

LG: You said that hemophilia indeed affected your choice of 

profession—of your wanting to go to medical school.  

MD: Well, I’d been around doctors and medicine all my life and so it 

certainly had kind of sparked an interest, and maybe there was part 

of me who thought, “Well, what could I do to give back?” And 

where could I contribute to give back, either to other people with 

hemophilia or just otherwise.  To help out other people.  

LG: Now, did you go ahead and become a doctor?  

MD: No, I didn’t.  I started out in premed and was kind of disillusioned 

by the whole system. There was never any pressure from my father 

to go into business, even though it was always sort of assumed that 

we would take over the family business, if we wanted.  He was 

very clear right through high school that clearly there was no 

expectation on his part of me or my brother to go into business.  

But because we’d worked in and been around the family business 

all the time, that was certainly a secondary interest of mine.  My 

father came to me and kind of being a wise sage at the time, said, 

“I think it would be a lot easier for you to go into premed and try 

that and switch into business, as a fallback plan, than doing the 

other way around.”   

LG: So he was encouraging of your exploring.  

MD: Yes, and even though chemistry kind of sparked an interest, I had 

biology and there were certain aspects of things that I just plain 

didn’t understand, and it wasn’t coming to me as easy as I thought 

it would. Then I talked to my advisor.  I remember sitting down 
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with my advisor in my freshman year and I said, “This just isn’t 

going the way I thought it was going to go.”  He said, “Well, there 

are certainly a lot of other options in the medical field, short of 

going to med school.  Research options and things like that that 

you could pursue, if you still wanted to stay in the medical field 

without necessarily going on and becoming an MD.”  That part of 

it didn’t interest me.  I guess I wanted something that worked more 

with people.  I’ve always been kind of outgoing and so I looked 

forward more to that aspect of it and being stuck somewhere in a 

lab coat, wearing a lab coat in some research lab where you’re 

removed a thousand times from the patient or from any kind of a 

diagnosis or any kind of problem solving, really, just was too far 

out there.  

LG: Did having hemophilia affect your dating?  

MD: Yes, clearly.  

LG: It did?  

MD: Yeah.   

LG: Tell me about that.  

MD: Yeah, I’ve never had a lot of social life around females.  

LG: No?  

MD: So, I saw a gal through college and part of me thinks in retrospect 

she wasn’t economically from as advantaged a family and the fact 

that I was a little older and had a car and was a college kid and 

wined and dined her and things some, and we did things and went 

to concerts and sports events.  I think a lot of the attraction was 

more that than really truly being in love with me or whatever.  It 
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was having a good time.  It sure beat sitting at home at night with 

her folks.   

LG: So, how did hemophilia affect your finding love in your life?  Is 

love part of your life?  

MD: Love is finally part of my life now, but I didn’t date in my 

twenties, thirties, at all much.  

LG: How come?  

MD: Just—I don’t know.  I decided maybe that it would just be too 

much for women to handle.  

LG: Okay.  Well, actually, let me step back then.  Was that even in play 

before the ‘80s, before HIV, Hep-C infections?  

MD: Yeah.  

LG: I’m going to talk about that in a minute.  

MD: Right.  

LG: Or was that true in high school, also?  

MD: That was probably true in high school, as well, and being way 

overweight didn’t help.  

LG: I see.  Because you’re a thin man now.  

MD: I am relatively thin now, but I was 195 pounds and five foot four.  

LG: You were very big.  

MD: So I was good-sized.  So that doesn’t give you an awful lot of self-

confidence to go out there and ask a lot of women to go dating 

with you.  

LG: All right, so it wasn’t the hemophilia per se.  

MD: Not necessarily just the hemophilia.  There were other things, 

certainly, too.  

LG: Okay.  All right.  
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MD: But the hemophilia was certainly a drawback, as well.  

LG: Because?  

MD: Just a reluctance to—I was different.  I can’t imagine most women 

or certainly high school kids finding it desirable when there’s 

99.9% of the rest of the population that are quote-unquote normal 

or don’t have that health problem.  So why would they find that 

particularly attractive?  

LG: Was that a problem?  Was that hard?   

MD: I don’t know.  I certainly would have liked to maybe gotten to—I 

had some friends that were certainly females, but not anybody I 

hung out with one-on-one or anything, per se.  It was just people 

that I knew, acquaintances, mostly through chorus and band 

because I hung out with them after school extracurricular wise and 

because the things were kind of coed, as opposed to maybe playing 

football, which was a guy’s kind of sport.  I’ve always been 

interested in sports and, in fact, even as a child I couldn’t play 

Little League, but I was an official scorer for them.  So I’d go 

down to the park with the guys and hangout at the baseball park 

and report the scores back to the local paper and then go home to 

read my little report in our local newspaper about the schools of 

Little League, things like that.  

LG: So you had ways to participate in sports, even if it wasn’t playing.  

MD: Yeah.  I had given up wearing my helmet at that point in time.  

LG: Oh, tell me about the helmet.  

MD: Yeah, actually the old baseball helmet, I was out playing basketball 

one day with a friend, just shooting hoops and the basket—it 

ricocheted off the basket and came down, and it took the visor part 
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of the helmet right off.  So all I had was kind of this hard plastic 

beanie and we tried to glue it back on, but it wasn’t going to stay.  

Then they fitted me for a construction helmet, but it was an adult 

construction helmet, one of those big yellow hardhat things, and 

the thing stuck out several inches around my whole head.  It was 

massive.  So it was just—there was no way.  I wore that for a short 

period of time and said, “Forget it.  I’ve had enough.”  

LG: And that was in high school by that time?  

MD: That was probably close to high school.  

LG: So you wore that helmet for many years.  

MD: Yeah, I got some good years out of that helmet, yeah.  Everybody 

knew me by my helmet.  

LG: Did it make you feel safer to have it?  

MD: Yeah, I guess.  I guess.  Not that I really expected to have 

something dropping out of the sky on me, anyway.  

LG: But you didn’t fight against having it.  

MD: No.   

LG: It was just part of who you were.  

MD: Yeah, just part of it.   

LG: Anyway, we’re moving on now to the whole business of the HIV 

and the tainted blood era.  What do you remember about that 

period?  

MD: Well, for the HIV aspect, of course it was called HTLV3.  You 

know, you were reading about it a lot, or I was reading about it.  

LG: You were?  

MD: Yeah.  I mean, it was in the papers.  It was kind of a horrifying 

thing because the people were really getting sick.  They were going 
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blind and they were getting all these rare pneumonias.  It was kind 

of scary.  Of course, hemophilia was tied into it fairly early on, so 

even though I didn’t personally know anybody who had gotten sick 

as a result of it, it’s sort of what you read in the papers.  By that 

time there were hemophilia treatment centers and I was plugged 

into the one in Burlington.  So I would go there for my care and 

they had a hematologist there who has long since retired, and a 

nurse practitioner who also has long since retired.  The state got 

involved and they decided that since people with hemophilia were 

at a high risk, they would just round you up and test you.  So we 

weren’t really asked if we wanted to be tested, we just sort of were.   

LG: Really?  Did they tell you they were testing you?  

MD: Yes. So it was done through the treatment center, and it just— 

LG: What was that like?  

MD: Oh, it was just a blood draw.  So they really—there was no consent 

forms or anything like that back then.  You know, they didn’t think 

of those kinds of things.  And it wasn’t part of a medical study or 

anything like that, the state just wanted to know who they had out 

there that had this.  

LG: So you’re talking like you automatically knew that you were at 

risk, having hemophilia and taking blood products.  There was 

never that period of time where you wondered, “This is them, not 

me.”  

MD: Yeah.  No, I didn’t feel that necessarily.  I felt as though, yeah, 

there was a chance that it could be me, and also knowing that I had 

taken a fairly high level of blood product through the years, you 

know, I figured it.  
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LG: Now, you were in your early twenties at this point?  

MD: Yeah.   

LG: Okay.  

MD: And so what they did was, they tried to keep it quote-unquote 

anonymous, which is sort of a joke.  So they assigned you a test 

number and this employee from the Department of Health said, 

“I’ll meet you somewhere and give you the news.”  So he met me 

in the parking lot of a local department store and I was driving by 

that time, or had a car by that time, and I rolled down my window 

and he rolled down his and he said, “You’re positive,” and “Have a 

nice day.”  So there was no written literature or any backup 

information about what that really meant.  Well, all I had really to 

base on it was what I had been reading in the papers about these 

people.  The thought crossed my mind, “Maybe I’m going to just 

go jump off an interstate bridge somewhere, and save everybody a 

lot of pain and anguish here,” because I wasn’t reading anything 

about people getting better because of this, or that they had really 

any treatment options.  It was just a lot of people were getting 

really sick, really fast and dying.  So it wasn’t exactly great news.  

LG: And what a way to deliver it!  

MD: Yeah.  I mean, I can’t say it was completely shocking to me.  I was 

mentally kind of prepared for the possibility that this was going to 

be the case, and it was.  I went into it prepared for the worst, rather 

than being naïve and saying, “Oh, there’s no way that I could 

possibly have ever gotten it.” Even then I was not really plugged in 

well.  There was no real networking at all between the people with 

hemophilia.  You’d come into clinic, but that would be about it.  
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They’d whisk you off to a small examining room and you never 

really got an opportunity to meet any of the other people.  So there 

wasn’t ability really to network and there was no association or 

anything like that up there, at the treatment center or even outside 

the treatment center.   

LG: So then what happened?  I mean, who did you tell?  Did anyone 

even know you were tested?   

MD: My folks.  Kept it just to my— 

LG: Your folks did know?  

MD: Yeah, and my brother.  Kept it just to my family.  Now, 

interestingly enough, my brother’s gay and so he certainly was 

aware of it from his gay circles.  We knew—I suspected certainly 

he was gay in high school.  I mean he hung out with a coed group 

of people here, but there were signs that he certainly was gay back 

then.  So it’s not like he just came out or decided he was gay three 

years or something.  He exhibited early signs of it right from the 

start, and even more feminine characteristics, such as being really 

interested in fashion and cooking and flowers, things like that, 

which my mother certainly was more interested in.  So she felt a 

certain closeness to him, I think, on those things, and I was more 

interested in the typical kind of guy things, sports and things like 

that, which he never expressed much of interest in.  

LG: So coming from a small town, was that an issue for the family?  

For the community?  For you?   

MD: The HIV aspect?   

LG: No, the gay aspect.  
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MD: Well, he certainly kept it very quiet in high school.  I think his 

coming out was more in college and he went to Duke University.  

So he was down in Durham, North Carolina, a thousand miles 

away.  So it gave him a chance, and there was nobody down there 

from our school or from our hometown or anything.  So it gave 

him an opportunity when he was down there to, you know, kind of 

express himself a little bit better, perhaps.  I’m guessing, anyway.  

I wasn’t there.  In fact, this very weekend he’s down in New York 

City reuniting with three of his former Duke friends from over 

thirty years ago.  One guy he hasn’t seen in like thirty years, I 

don’t think.  So he’s down there in New York. 

LG: Anyway, you tied that into the whole HIV AIDS issue.   

MD: Yeah, I just didn’t dare tell a lot of people. So I think I certainly 

had a sympathetic ear from him and he certainly very well knew 

that there was a chance that I would—he was out of college by that 

time and there was a good chance that I was going to test positive, 

too.  He had seen what had gone on with some of his gay friends 

and gay community and things, so he was certainly aware of it.  

LG: But he didn’t get AIDS?  

MD: No, he did not.  No, nor has he developed it.  So knock on wood 

for him.  

LG: How did that diagnosis change your life?  

MD: Well, I didn’t know what to expect and really, neither did the 

medical industry.  There weren’t any drug treatments at all.  They 

couldn’t tell what the probability was.  They didn’t have any 

scientific studies and they didn’t even really have, you know, a lot 

of good information.  There wasn’t a lot of published reports on it, 
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other than what was published in the newspapers, but nothing 

scientific, and they didn’t have a lot of good treatment options.  So 

there wasn’t much to do.  What you did realize early on was there 

was a huge stigma around the whole thing, and I knew I had to 

keep pretty tight lipped about it, even though I was now working in 

a family business.  I didn’t tell any of the employees or coworkers 

at all.  Disclosure became a big thing.  I was old enough to realize 

that it had to be a guarded secret.  Had to be a guarded secret and 

even to this day it is to a certain extent, but I’m a lot more free-

flowing with it now, anyway, than I certainly was then.  

LG: Why?  What changed around that?  

MD: I think just the public perception.  You’re not as much of an 

outcast or ostracized by having a blood disorder now as you were 

then.  There’s a lot more understanding and treatment options.  

LG: Did it change you politically or change your views of medicine?   

MD: It probably wasn’t until later on that I realized kind of the huge 

kind of—I realized the discrimination issues early on, but the 

whole patient rights kind of thing and the whole way that I was 

tested, I didn’t think much of it at the time and I don’t think 

anybody else did, either, even in the medical industry.  It was like, 

“Oh, just take a blood test on him.  We’re doing blood tests all the 

time, just throw in an HIV test.”  So, it was just sort of matter of 

fact for the medical industry and the whole idea of having 

permission, just—and/or counseling or information available, it 

never occurred to anybody in public health.  It wasn’t until years 

later that I realized and finally thought about it, maybe opened my 

eyes and it’s like, “That’s just not right, what they did.”  The 
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people who did it and who were involved all long left the industry, 

so it’s not something that I could sue over, but it maybe allowed 

me to—because I became involved in the HIV community, it 

maybe kind of fired up some roots to become involved in how 

could I make a difference in the system.  Or feel like I was.  

LG: In what way did you become involved?  

MD: I was asked by someone from the state to join something called the 

Community Planning Group, and didn’t know what that meant.  

They called five of us into a room, five different people.  I had 

never met the other four, and from representative communities that 

had been adversely affected by HIV.  

LG: With hemophilia?  

MD: No.  No, non-hemophilia.  I was the token one person with 

hemophilia.  We were asked if we wanted to maybe take part in 

this or not by the state and I volunteered to do it.  They were just 

getting it started.  They had gotten some funding through the CDC 

and it was a whole nationally kind of funded project to get these 

statewide organizations.  It  mandated that a large percentage of the 

population on the group were actual consumers or patients, if you 

will, as opposed to just being healthcare professionals, in how can 

we come up with a plan for limiting the spread or lessening the 

spread of HIV in the state.  So I sat down with four other 

individuals and we looked through a pile of applications of other 

people who were interested in also doing the same thing we were 

and some of them were either gay men.  There were a lot of—there 

were several gay women and just other people from around the 

state.  Some healthcare professionals, who had expressed an 
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interest or maybe were already plugged into some kind of 

treatment care, who also were like minded.  We piled through—

there were a whole pile of applications and we had to come up 

with two dozen people, roughly, from there.  They wanted to have 

a board, I think, of around thirty that was representative both 

geographically, as well as representative of where they thought the 

disease was at the time.  There was no census, per se.  There really 

wasn’t good statistical data to necessarily back up how we went 

about doing it.  From that we picked the first group of people and 

we would meet once a month and go over social science studies on 

how do you reach different populations, whether it be Native 

American or whatever, you know, and how do you culturally reach 

those people.  Incarcerated people, people who are deaf or things 

because maybe they’re just plain not getting included, and how do 

you get prevention and condoms out in the hands of gay people.  

How do we reach the IV dependent drug people who are sort of out 

in the streets and they’re not serviced well.  What kind of programs 

can we invent and where can we spend this federal money?  Where 

is it best spent?   

LG: So you took this route instead of jumping off the bridge?  

MD: Yes.   

LG: How did you feel about meeting other people with HIV or AIDS 

and doing this?  Was this a positive thing for you? 

MD: Yeah, I think it was.  I think it really was, and it was good to know 

there were a lot of other people out there who were really pulling 

hard to make a change, make a difference.   
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LG: How did you come to terms with it?  Or have you come to terms 

with it, actually? 

MD: Well, I felt—I think I have, yeah.  Yeah, and I felt—it was 

awkward for me in some respects to be that token person with 

hemophilia because I had a good outlook on life and I had fairly 

good health and good support systems with my folks and good 

insurance, and kind of grew up being a little naïve and things, in a 

nice middle class family.  So to relate to somebody from the other 

end of the state who was economically disadvantaged and maybe 

had a lot of challenges in their life, maybe from a broken family or 

a big family that didn’t have health insurance and good access to 

health services and things in some rural area of the state and was 

not as well educated, those were people—not only did I not know 

them, but I felt somewhat awkward even speaking for them.  But I 

was reassured that somebody has to, and that you’re sympathetic to 

the needs of those people and you know they’re out there.  

LG: When did Hepatitis-C come into your life?  

MD: Oh, that came in later on.  But I had heard about some of the 

discriminating factors and things that had gone on in the 

hemophilia population around the state and it saddened me, and I 

guess I felt— 

LG: What do you mean the discriminating factors?  What are you 

referring to?  

MD: Um, there was— 

LG: In the hemophilia.   

MD: Well, with the HIV, surrounding the whole HIV.  I knew one high 

school student who wasn’t allowed to ride the bus.  The 
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hemophilia nurse coordinator had gone to bat for the family.  They 

took it to court, which was a bold move even then because it 

exposes yourself.  It exposes your anonymity.  It exposes your 

status.  I guess the family felt they had nothing to lose because they 

already—the status had been exposed already.  The bus driver was 

just afraid that either the boy would fall off the bus, get hurt.  

There were fights, things thrown sometimes on the bus.  Things 

happened.  He didn’t want the responsibility and wouldn’t pick the 

child up.  So the family was a rural family. They sued and they 

started with the school.  It went to the school board.  It went 

beyond the board.  They stuck by their guns and said, “Hey, if the 

bus driver doesn’t want to pick him up, we side with him.”  I 

mean, it went through the courts.  

LG: And what happened?  

MD: I believe they determined that they did not need to pick up the 

child, at that time in the courts.  Yes, that clearly the boy possessed 

something that was potentially unhealthy for the driver and 

potentially contagious. They couldn’t guarantee to the bus driver 

that the boy would never get cut or would never bleed and that 

maybe he was actually exposing some risk to the other people who 

were riding the bus.   

  Similarly, there was another small town, a lot of blue collar 

folks who just plain didn’t understand.  “Here’s a child that’s 

different.”  I know that particular kid didn’t go to high school at 

all.  Never went to high school. I don’t know if his parents really 

went to high school much, either, so the idea of when he started to 

get heavy discrimination from both the faculty of the high school, 
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as well as the staff, and certainly from the kids. He just dropped 

out and didn’t do home schooling.  I don’t think his parents were in 

a position to do it and the state wasn’t exactly being forthcoming 

about offering it to him, either.   

  So I knew of discrimination in the hemophilia population 

and I guess that bothered me.  So I knew the other side.  I don’t 

know if that’s what spurred me on, but I felt as though somebody 

needs to be a spokesperson for this group, and I don’t know if 

there’s somebody else out there that’s willing to step into my place 

to do that or not.  

LG: When you made this decision to participate in the community, to 

work in this effort, were you coming out yourself with your HIV?  

MD: Yeah, that certainly gave me an ability to be able to do it with 

other people in a safe setting.  Obviously, the State Department of 

Health, who kind of ran the whole process, did the organizing for 

it.   They were pretty darn tough about preaching to people about 

the high level of security and the potential dangers of disclosure. 

Both disclosure—both for me, but also disclosure of the group, for 

the other people in the group.  It’s like, “What is said at this table, 

stays at this table,” because there’s some of the huge ramifications 

of going out into your communities and saying, “Hey, I just sat 

next to Joe Blow.”  It’s a small state.  People travel.  It’s a small 

town.  

 [end of Side B, Tape 1] 

LG: What’s it like to carry that kind of a secret?  
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MD: You know, certainly I could see some of the devastating effects of 

disclosure, so I decided it had to be something we had to keep 

pretty close to the vest.  

LG: But does it have other ripple effects for you?  

MD: Certainly it didn’t give me any confidence on seeing women, for 

instance, which you brought up before.  

LG: Yeah, so that had a major effect on you. 

MD: Yeah, I think so.  Yeah.  

LG: Because?  

MD: Well, the whole stigma around it.  I mean, there was just a huge 

stigma around it for everybody.  Females or not, so it doesn’t 

exactly give you much confidence.  

LG: Or how could anyone possibly be interested in me once I come out 

with this piece of information?  

MD: Yeah, in the whole hemophilia community they had organized this 

group called Wonn Mann.  

LG: Wonn, how do you spell that?  

MD: W-O-N-N, which was a woman’s organization for networking for 

wives or women that were affected by hemophilia men in their 

lives and Mann was M-A-N-N and this was all funded through the 

CDC and through the chapters as a networking way for guys with 

hemophilia to get together.  There really weren’t many others—

wasn’t a big active population in Vermont, but there was around 

New England.  So we got together from time-to-time, usually at a 

resort or lodge somewhere for a weekend. The men would get 

together and the women would get together.  

LG: And was that useful?  
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MD: Yeah, it was interesting.  It was interesting although it helped feed 

the theory because some of the men—I was probably thirty by this 

time, as were most of the other guys or a lot of the other guys were 

around that age that were also in the group.  Probably half of them 

were single like myself, and many of the others were divorced as a 

result of their HIV.  It was too much for their wives to handle.  It 

was just too much emotionally, mentally for them to handle.  Or 

maybe it was too much for the guys themselves to handle and some 

of them acknowledged it clearly put a huge stress on the marriage 

and the fact that they could potentially be infecting their wife was 

just too much either for them or for the wife and it just caused a 

division in the marriage.   

LG: Tell me, how did you keep your sanity in all of this?  

MD: I don’t know, just did, and on top of that dealing with normal kind 

of hemophilia issues, of course, as well.  

LG: Was there any part of you going, “God, I’ve had to deal with this 

illness up until this point.  Now this, and now this.”   

MD: Right.  

LG: Meaning, of course I was referring to the Hepatitis.  Tell me how 

one incorporates— 

MD: Helps one out?  

LG: Yeah, incorporates this.  I’m sure there’s no easy sentence to 

respond to this, but was there anything that struck out or any 

thoughts or memories or decisions, even that you made in the 

midst of this kind of information?  

MD: Well, I was on a second panel, actually.  After the work I had done 

on the first one, I got named to a second panel.  That one bothered 
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me a little bit more.  There were twenty individuals and as it turned 

out, I was the only person with HIV in the group.  The other 

nineteen were all healthcare professionals.  They met at awkward 

times.  

LG: But it was about HIV, this second group?  

MD: Yes.  

LG: I see.  So you were the one— 

MD: I was the token and for me to speak to the needs of people 

throughout the state from all walks of life that HIV and the 

challenges of it, I didn’t feel comfortable being put in that position.  

I didn’t even feel comfortable speaking for the hemophilia 

population in the state, let alone speaking for all people with HIV.  

They had done things to try to get other people to sign up, but their 

meetings were all during the day.  The healthcare professionals 

were always paid for it and we were not, because they were 

probably paid by the position that they were in to be there.  There 

was somebody from the Nursing Home Association.  There was 

someone from the Vermont Dental Society to hear about the 

interests and things.  There was somebody from the legal industry.  

There was somebody from the Department of Corrections.  So 

these were all paid kind of people who were professional people 

that sort of worked in that field. And I didn’t feel comfortable 

being the token consumer on the board.  Like I say, they tried 

things but they were kind of half baked measures to try to attract 

consumers onto that group, and I finally resigned.  

LG: What I asked you was, how did you keep your sanity?  

MD: Oh, through all this?  
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LG: Yes.  

MD: Well, I probably always have been fairly involved.  Maybe some 

of it’s been influenced as a child from my parents wanting to read 

more and know more about it, rather than sticking their heads in 

the sand.  So I felt that same way, too, and I probably absorbed 

myself in it.  That was the easiest way to cope.  

LG: Absorbed?  

MD: Absorbed myself in it by just wanting to read more journals, 

information, look things over on the internet.  Become involved 

with things, with the community. A lot of guys weren’t involved 

with these Wonn-Mann groups and things like that, and I chose to, 

and made some good friends through that.  My coffee table at 

home was always full of a lot of medical kind of journals and 

things like that.  That was what I read a lot of, instead of reading 

novels or whatever.  

LG: So you really sort of embraced it fully and tried to understand it 

and get involved with it, rather than run away from it.  

MD: Yeah, both.  Not only just the hemophilia, but also when you add 

on the HIV and Hep-C, I was receiving lots of different kinds of 

information and going to lots of different medical conferences and 

things like that.  

LG: You know, there was the whole business of the lawsuits and the 

class action suits.  Were you part of that?  

MD: Yes, I was.  

LG: Did that change your attitude politically or affect your relationship 

with your healthcare providers?  



            DOWLING 57

MD: Well, there were a couple of things that made me bitter on the 

healthcare providers.  The group of people who when the whole 

HIV thing came aboard, they all resigned.  Both the hemophilia 

nurse coordinator and the physician decided to retire.  

LG: What did you make of that?  

MD: Well, the hemophilia nurse coordinator, even though her level of 

care probably was too motherly, she also was very concerned 

about statistics early on and I remember that and that bothered the 

heck out of me because she didn’t want AIDS to be attributable to 

her population in Vermont, to the hemophilia population.  So one 

of the guys that had it was killed on a bicycle.  So she said, “Well, 

he didn’t really die of AIDS.  He died of a bike accident.” Well, 

yes, he did, but he had AIDS and he was pretty sick and who 

knows—half of me, I don’t know the guy well enough, would 

wonder whether his bike accident was not accident.  But she 

wanted to chose to believe that, and so she tried to explain away all 

the guys under her care that had died of AIDS as not being 

somehow her problem.  Well, “He came into Vermont.  He just 

moved back home when he got sick.  He really hasn’t lived here in 

quite awhile.  He was going to college out of state, so he’s not one 

of our statistics.  It’s unfortunate he died of AIDS and had 

hemophilia, but he’s not one of my statistics.”  

LG: So your sense was even this person so central to your care wanted 

to distance herself.  

MD: Right, and that bothered me.  That bothered me early on.  So the 

fact she retired when this whole thing came about, or when it really 

was snowballing, didn’t exactly bother me.  And the physician 
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retired as well.  Now I look back and I wonder whether there was a 

huge guilt on their shoulders or not.  I don’t know.  I bumped into 

the physician the other day in probably the first time I’ve seen him 

in fifteen years and he’s elderly now and long retired, and he was 

asking whether I—he couldn’t remember whether I had had all the 

challenges or not, and he said, “Yeah, we’ve lost a lot of the 

community from back then.”  I didn’t feel as though he turned his 

back as much on us as that hemophilia nurse coordinator had back 

then.  Where she just plain didn’t want it somehow on her record 

that she had patients that came down with HIV, and that bothered 

me.  That she was trying to explain away an excuse for everybody.  

LG: Politically—I keep coming back to this.  It sounds like in fact 

you’ve been quite political, quite socially active in trying to 

promote awareness and promote prevention.  

MD: I haven’t gone out exactly and spoken to groups or been public 

about the information but I’m certainly more public about it now 

and I think several of my coworkers—I own my own business 

now—they’re aware of my health challenges, all of them.  

LG: Your coworkers are aware?  Why the change?  

MD: Because I feel it’s safer now, and there isn’t the social stigma 

around it, the isolation and things.   

LG: You do feel that?  

MD: Yeah, it was sort of a fluke that I started going out with a woman 

that I had known for many years.  I became involved with my 

church.  I knew her.  She was from my hometown originally and 

she’s a few years older than I am.  I sort of knew her from seeing 

her in church and we served together on a commission together.  I 
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knew she was a single mom, and back a couple of years ago, right 

around this time, we did a couple of things together.  I have season 

tickets to the college hockey team up there—hockey’s huge.  So I 

invited her to a hockey game.  My brother had a party and I didn’t 

want to go alone, knowing it would be predominantly guys, and so 

I asked her to go to that.  He had a Christmas party and so we went 

to that, and kind of enjoyed ourselves.  Now, the previous ten or 

more years we had actually gone to a couple of concerts together, 

just as friends.  Nothing came of it.  We went and saw James 

Taylor down in Saratoga, a popular summer concert spot, a couple 

hours from us in New York state.  We’d seen Tina Turner together, 

so we had a history together, but just as friends.  

LG: Did she know you were infected?  

MD: She had.  

LG: So that was a known.  

MD: So that was a known.  

LG: Okay, it wasn’t something you had to tell her.  

MD: Right, and so then I asked her out right around New Year’s 

actually, not this past year but the year before and we’ve been 

going out ever since.  I guess where I’m leading with this is she 

was quite eye-opening to me about some of my health challenges 

and about being absorbed in it.   

LG: Help me understand what you’re saying.  

MD: Well, she came over and she could see that all I had and all I talked 

about was my health, and she’s like, “You’re a person first, and 

you need to remember that and your priorities have gotten screwed 

up here.  It’s okay to be concerned about the health issues, but you 
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live and die them.  That’s all you speak about, how you feel or the 

new medical study that you were reading about.”  She said, “Look 

at your coffee table.  It’s all medical journals.  What do you do 

when you get on the internet?”  I explained I look up more 

information there.  “You’re not a doctor.  You don’t need to spend 

all your waking hours worrying about that.  Enjoy life.  It’s okay. 

We’re not trying to ignore the fact that you have those issues in 

your life, but to absorb yourself in them, isn’t right either.  That’s 

all you talk about.”  

LG: Was she right?  

MD: Yeah, she was.  Yeah, she really was.   

LG: What was it like to hear that?  

MD: Well, it was kind of eye-opening.  It really was and it caused me to 

pause and think, obviously, “Is she right?” and yeah, she was.  A 

lot of the friends and networking systems I had were connections 

I’d made through medicine, and I was always talking either about 

the next doctor’s appointment or the last one, or the next study or 

the next blood draw or the last one, or some new study I’d read 

about that they were doing in LA or new medicines, or that bleed 

that I had in ’66, or whatever it happens to be.  She’s like, “Isn’t 

there more to you than just that?”  So it was very interesting.  

LG: And was there?   

MD: Yeah, I guess there is. [laughs] I hope so.  So we’re still together 

and she’s down here in Boston with me today.  Her daughter is 

going to college here, so she’s spending time with her this 

afternoon.  Her daughter didn’t have classes, and so that’s how we 

ended up downtown.  So, yeah, it was eye-opening and it took a 
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while to kind of shake myself of all that, and I won’t say that I 

don’t get the journals and things, but don’t absorb myself in them 

every night.  I realize there’s a lot more to life, and she’s taken an 

active interest in my health, certainly, and hasn’t tried to either 

ignore or it or she’s not telling me to not take the medicine or don’t 

go see the doctor or anything like that, but to spend all my waking 

hours kind of absorbed in it is not right, either.  So she’s given me, 

I think, a little better balance and perspective on things.  She mixes 

all my medicine for me.  She mixes my factor.  I’ve been on 

Interferon now for close to three years.  She mixes the Interferon 

and so she’s certainly very proactive and interested in my health, 

but we don’t dwell on that.  

LG: Right.  You mentioned your church and you met her in church.  

MD: Uh-hmm.  

LG: What role has God—church, faith, religion—had on you? 

MD: I’m a Catholic.  I was born and raised Catholic.  I didn’t go to 

Catholic schools because my mother’s Protestant.  So we didn’t 

have to go to Catholic schools.  Karen was born and raised strictly 

Catholic, too.   

LG: Who was?  

MD: My friend Karen. And she goes to the same—went to the same 

church I did growing up, actually, and was involved more and 

went to a Catholic school up in the area.  So she was probably 

more absorbed in religion than I was.  

LG: But did religion or God play a big part in your coping or 

strategizing in life?  

MD: I’m not sure if it did or not.   
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LG: Okay.  

MD: Yeah, I don’t know if it necessarily did.  But by that time—by the 

time I knew her in the ’90s it was—I felt more comfortable coming 

out to her and there were a couple of other people that I served 

with that I felt safe that my secret would be maintained.  They 

were educated people and I think they realized the possible harm 

they could do by spreading the word.  So they didn’t go blabbing 

around, “Hey, I know Mike Dowling over there has a lot of 

problems.”  

LG: Were you surprised that with all your medical issues that someone 

would actually be interested in you? 

MD: Very.  

LG: You were?  

MD: And still am. It certainly has brought me a new level of confidence 

and independence and probably given me more independence even 

from my own folks, because I did a lot with them.  They were my 

social background, you know.  We’d go to plays together all the 

time.  We’d go to concerts together.  I would do a lot of stuff with 

my folks.  My brother’s always been much more independent and 

still is, even though he lives just as close to my folks as I do.  In 

some respects I feel bad because my folks probably need me more 

now than they ever have, as they’re getting elderly.  My father has 

advanced forms of Alzheimer’s so it’s a big challenge for my 

mother to now play caretaker.  Whereas before she has always 

been more the one being taken care of, and now has had to accept 

that responsibility and has done okay at times, but not at others.  

LG: But for you, you’ve got a whole new life now.  
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MD: I do.  I do.  And sometimes— 

LG: Which you never— 

MD: Have had before. And it’s nice going out to dinner with somebody 

other than my folks because when you’re in your forties and you’re 

still just going out with your mother and father for dinner.  Or 

when you travel and you’re just traveling with your folks, it’s sort 

of strange, and you know about it.  As a kid maybe it doesn’t 

matter, when you’re forty and you’re still traveling with your 

parents, that’s the only time you really travel much, or that you go 

to plays or the theater or concerts or whatever, it’s with your folks, 

it’s different.  So love was always something that was missing in 

my life and I just sort of accepted the fact that I should just plain 

be happy still being on this earth, and if it never happened in my 

life, well, so be it.  It just wasn’t meant to be, and I should, like I 

say, just be humbly happy that I’m not six feet under, like several 

other people that I knew.  

LG: Did you know a lot of people who died from AIDS?  

MD: Yeah, both people I served with on this commission, people I had 

gone to these hemophilia retreats with, and then just other people 

right near where I live, other people in the hemophilia community 

locally.  

LG: So you find the attitude, actually, of people has changed a good 

deal over the last twenty years.  

MD: Right.  

LG: As far as being infected or dealing with that, it doesn’t have quite 

the fright factor.  

MD: Right.   
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LG: And in fact you’ve even found a woman who hasn’t been 

frightened away by it.  

MD: Exactly.  Who’s taken an active interest, but also has pulled me 

away from it some.  Like I say, that part at first was kind of hard. 

Then I sort of realized where she was coming from certainly, and I 

don’t look back on it and miss it now.  I really feel as though I still 

can stay up-to-date on things without having to know the details of 

some new study they’ve got running at UCLA, that may or not 

ever work out or be applicable to my own situation.   

LG: Do you have any advice for healthcare professionals in providing 

care?   

MD: Um, I don’t know.  I guess I probably would look for empathy but 

not sympathy.   

LG: What do you mean by that?  

MD: Well, it’s okay to be empathetic to it, to realize the situation and 

appreciate it for what it is, but to say, “Oh, I’m real sorry that you 

had to go through all this,” and “Oh, that’s really unfortunate,” 

and, “Oh, poor you,” and all this kind of thing. We went through it 

and we made it through it and we move on.  Life has its different 

stages.  

LG: So that kind of sympathy you do not find particularly helpful.  

MD: Not necessarily, no, and it doesn’t always sound endearing from a 

healthcare professional sometimes.  

LG: What do you mean?  

MD: Well, I don’t know.  [laughs]  No insult intended here, but I mean 

you deal with it—YOU deal with it all day long and you go home 

at night and you—so it’s okay to express those thoughts while 
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you’re here.  You’re sort of expected to, as a healthcare 

professional, because if you acted cold and unconcerned that 

wouldn’t be good either.  

LG: Although what you’re saying is you appreciate the empathy, but 

you don’t want the sympathy.  

MD: Yeah.  

LG: So the “Poor you” aspect of things is not useful.  

MD: Yeah.  Yeah, don’t encourage the “woe is me” kind of attitude on 

things, or as my lady friend says, “Buck up.”  [laughs]  Buck  up, 

is what she likes to say.  When you’re feeling down, either 

mentally, emotionally, physically, “Pick yourself up mentally here.  

Get yourself out of that.  Don’t get into that ‘woe is me’ kind of 

attitude.”   

LG: Because.  

MD: It’s not worth it.   

LG: What about to parents who find out that their child has hemophilia, 

do you have any thoughts for them?  

MD: I’m sure it’s pretty devastating.  I would still say the same thing 

about become absorbed and become active.  Network with some 

other people.  Realize and appreciate maybe some of the toils that 

people like myself or my folks went through trying to get funding, 

trying to make a difference, trying to make a little easier for both 

ourselves but also the generations of today that are having kids.  I 

mean, we were test dummies without necessarily even knowing 

what was going on.  So look back and appreciate that, too.   
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LG: Is there anything that I haven’t asked you that in anticipating this 

few hours that we’ve had together, you’ve thought of that I haven’t 

drawn out.  

MD: Not that I can think off offhand.  Ending on that last point where I 

mentioned, it’s just—it’s nice to think that there are some 

compassionate people out there who are active in the hemophilia 

industry to help promote the efforts of people with HIV and Hep-

C.  I remember when we were trying to get the Ricky Ray Bill 

passed, my U.S. Senator held it up.  It was sitting on his desk.  He 

wouldn’t sign it and he wouldn’t let it go through the Senate. So it 

had all the required signatures it needed, but it had to go through 

his desk because of the department.  He was a big liaison to the 

Department of Health, so it sat on his desk.  He wouldn’t fund it.  

His feeling was that until it included all the other people, other 

than hemophilia that have been infected with HIV through just a 

random blood transfusion. That was because he had a constituent, 

somebody I’d served with on a panel, a woman, who had become 

infected through just a regular blood transfusion.  He was trying to 

be sympathetic or empathetic to her needs, so he stopped the whole 

bill for people with hemophilia.  There was a lot of national 

pressure on me because by that time I was plugged in somewhat 

nationally in the hemophilia circle.  I was getting calls from people 

in national organizations hoping I could put some kind of pressure 

on the U.S. Senator from Vermont.  I went down to his office, his 

local office when he was supposed to be there, and he got called 

into an important meeting and didn’t make my meeting.  I flew to 

Washington to see him and ironically met up with a gal that I had 
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gone to high school with that worked in his office, and played 

saxophone next to me in the high school band, knew all my health 

challenges.  Her mom was a nurse and treated me many times at 

the hospital, and she was just as cold and heartless as ever.  “I only 

have a few minutes.  I’ll give you ten minutes of my time.  What 

do you got that’s so important that you want to come to 

Washington for?”  That was it.  So that didn’t change.  I didn’t 

help that bill along at all, but we held a protest up in Vermont 

outside the Senator’s office, and I’m not sure if he was there that 

day or not, but he didn’t exactly come out if he was.  He was 

supposed to have been there that day.  I have no idea, but several 

moms of young kids with hemophilia came and that was nice.  

That had young sons with hemophilia who weren’t affected by it 

because this was long after they had heat treated the product, but 

the fact that those moms showed up, and dads, it was like, “Hey, 

yeah, we’re in this together,” and they all said the same thing.  

“You know, today it’s HIV.  Who knows now what else is lurking 

in the blood that could come back to haunt us.  We need to stay 

together as a community.”  

LG: I think that’s a wonderful place to stop, and I want to thank you 

again for spending this time for The Gift of Experience.  

MD: Well, hopefully, I will help somebody here down the line.  Thank 

you.  

LG: Thank you.   

End of Interview 
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