
Often, change scares us.  We 
fear the unknown and unfa-
miliar and settle for uncom-
fortable situations simply 
because they’ re what we’re 
used to.  But change is a part 
of life, and the better we 
learn to deal with and em-
brace change, the happier we 
can be.  
 
Having a family member 
with a bleeding disorder in-
troduces many changes into a 
person’s life.  Some changes 
may be relatively minor:  

morning schedules now in-
clude infusions, monthly 
schedules include a factor 
order.  Other changes may be 
more severe and therefore 
more stressfull:  jobs change 
to keep insurance coverage, 
co-infection requires changes 
in prescriptions and/or life-
style.   
 
Being informed about the 
possibilities of the changes 
that may occur in our lives 
can be an empowering force 
to help us prepare for what-
ever may come our way.  
This edition of the newsletter 
is dedicated to making 
changes—transitioning from 
one norm to the next. 
 
The stories included are re-
ported by Dayna Pope, one 
of the founding incorporators 

of SRH&BDA, and come 
from one National Hemo-
philia Foundation Coven-
tion session, “Living With 
Hemophilia—Choices 
Throughout a Lifetime”  
held on October 27, 2005.  
These stories are about 
real people from all ages 
facing transitions of vary-
ing kinds.  Our hope is 
that you’ ll see yourself (or 
your family) in one or 
more of these stories and 
will be able to gain 
strength from others’  ex-
periences and be able to 
better prepare yourself for 
the next transition ahead. 
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Dads in Action is a program 
sponsored by the Hemophilia 
Federation of America that 
provides training to help fa-
thers build strong bonds with 
all their children by giving 
these fathers support, a sense 
of belonging, and keys to 
strengthening family ties. 

This program includes fathers 
of children with hemophilia 
and men with hemophilia who 
have children.  Interested fa-
thers from HFA member or-
ganizations (such as Snake 
River Hemophilia and Bleed-

ing Disorders Association, 
Inc.) are provided with special 
training to lead Dads in Action 
groups in their local areas.  
The training is provided free. 

Snake River Hemophilia and 
Bleeding Disorders associa-
tion is excited to be affiliated 
with Hemophilia Federation of 
America and able to bring this 
exciting and supportive pro-
gram to Idaho.  If you are 
interested in learning what this 
program has to offer your 
family, you can get more in-
formation at the Family Meet-

ing, held on May 13, 2006 in 
Idaho Falls. 

Remember, we have Laurie 
Kelly and an HTC nurse 
coming to talk joint health 
and what sports and exercises 
are appropriate for people 
with bleeding disorders. 

Families are welcome!  
Childcare, snacks, and lunch 
will be provided, and manu-
facturers and home-health 
companies will be there to 
give information on their 
products and services. 
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·  World Federation of Hemophilia World Congress—
Vancouver, B.C. Canada, May 21-25, 2006 

·  Hemophilia Foundation of Idaho Family Meeting—
Boise, ID June 9-10, 2006 

·  NHF On the Road—Denver, CO  June 23-24, 2006 

·  National Hemophilia Foundation—Philadelphia, PA 
October 12-15, 2006 

For information on attending, contact any SRH&BDA 
board member. 
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My favorite hemophilia experience was 
my first self-infusion.  I was nine, and I 
remember my dad was a counselor at 
camp that year.  He was way too nerv-
ous to watch me so he stood outside 
hoping for the best.  

I was also hoping for the best.  Any 9 
year old with a needle stuck in a vein 
and pumping in factor is.  Ha ha!    

I missed my first time.  I realized I 
missed because I am left handed and I 
tried to do it with my right hand.  Stu-
pid huh?  Oh, well,  it happens to us - 
well all the half brained ones. Then I 

tried again (left-handed, this time) and 
got a vein.  

When I got done it felt like I just got 
done working out and had dropped a 
huge weight off my shoulders.  I went 
outside and my dad greeted me with a 
hug.  He was so happy that I could do 
this all by myself!   

He was a counselor so he gave me 
some tokens.  Tokens are what the 
counselors give to the campers for do-
ing good things, and we could use them 
to buy stuff at the camp store.  Since he 
was my dad and so proud, he gave me 

the whole bag.  I used those tokens like 
a fat kid who loves cake.  I spent them 
fast and let no one know that I got a 
boat load of them - until now. 

Blake did his first 100% solo infusion 
in November 2005.  He is seen here 

with his sister, Carly, and their friend, 
Emily. 
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When the time came for Aaron to do 
his own infusion the parents had to 
learn to not say “no”  to Aaron’s infu-
sion techniques.  He needed to learn 
what worked best for him during the 
infusion.  He had to learn where to set 
the infusion supplies so he could reach 
them.  It was not exactly how his par-
ents had always done it.   

For the Gonzales family the process of 
independent self infusion took three 

months.  The first 
two weeks mom 
would be in the room 
and assist as needed.  
The following two 
weeks mom was in 
the room but did not 
assist.  Two weeks 

later mom was in the house but not in 
the same room as Aaron.  The final 
two weeks Aaron infused independ-
ently with mom away from the house.  

If Aaron missed the vein or blew a 
vein, Aaron took care of it independ-
ently.  After the three months Aaron 
was successful and could do the infu-
sion with confidence!   But would he?   

Compliance became an issue as Aaron 
became a teen.  In the Gonzales home 
doing an infusion was part of getting 
dressed for school.  If Aaron forgot to 
do his infusion there was a conse-
quence.  Mom would drive to school, 
check Aaron out of class, and drive him 
home for the infusion.  Aaron would 
then have to pay his mother back for 
the gas used for his ride home.  When 
Aaron stopped riding the bus his par-
ents would give him a ride to school 
but only after he infused.  No infusion 
– no ride!  Mrs. Gonzolas’s advise to 
parents: it is O.K. to be afraid during 
the transition phase and it is O.K. to 
make mistakes. 

Transitions begin with the parents.  A 
child will not be ready to learn until the 
parents are ready to let go.  For the 
Gonzales family, transition began at 
age 3 when Aaron’s responsibility was 
to “pop”  the tops off the factor and to 
help look for “ fat veins” .  Camp was a 
great time for Aaron to learn self infu-
sion.  For Aaron independent self- infu-
sion was a two-year process.   

The first year he was introduced to self 
infusion at camp and 
became a more active 
participant in the infu-
sion process at home 
but he was not ex-
pected to do the infu-
sion.  During this first 
year of transition ex-
pectations were stated to Aaron, “Next 
year you will do your infusion alone.”   
It was repeated often so Aaron knew 
what to expect.   

When and how often do treatment op-
tions change?  Infants 0 – 6 years:  
ports are often used during these years 
or a nurse is doing infusion.  Parents 
start doing home infusion.  Children 6 
– 11 years:  child is starting to help do 
the infusion.  Child has first experience 
of going to camp.  Adolescents 11 – 18 
years:  child is doing own infusion.     

During the Infant years 
parents are the “players” .  
They learn about bleed-
ing disorder and how to 
take care of their child’s 
hemophilia needs in the 
home.  When the child is between 6 
and 11 the parents’  role begins to 
change into that of a “coach.”   The 
child is taught about their bleeding dis-

order and starts to take care 
of some of their needs in 
the home.  In the Adoles-
cent years, 11 – 18, the 
parent assumes the role of 

the “cheerleader.”   Parent 
encourages child where needed but the 
child is now taking care of self.  This is 
the time for the parent to Let Go & Let 
Grow.   

� %� � 	&	

� 	 � � �� 
 �� 
 �� 
 � � � 
 � �� � � 
 � 	 
 � �� �� �� � �� � � � � �
 
  �! � � 	 
 � �

" �# $� 
 
 �
 �� 
 � 
 � 
 %��� 
 �� � �� 	 � �%
 
 �� �� � � %&�� � 
 ��� �

� � ��. � �� � � �� � ��. �� #� � ��. � �� � � �� � ��. �� #� � ��. � �� � � �� � ��. �� #� � ��. � �� � � �� � ��. �� #����

' " � � ( � ) # � � ) # �*� *�*� �

/��� �" 0��� �� � ��  �� 
� �� � �
� � ��� � �

��� � � 
�
� � �
 � � � � 1�� � � �
��
� �" 0��� �

2 � � � �2 
� �� � � � 3�



+ ( � , � - � .  � ) � � , - � / �

mophilia.  Then he found out he had 
contracted HIV from plasma derived 
factor and had to tell her of the new 
diagnosis.  James faced the difficult 
decision of early retirement because of 
his health problems.  Since retiring 
James has become an active volunteer 
and advocate in the hemophilia com-
munity.  He was able to attend his first 
National Hemophilia Foundation event 
in November 2004.  James did not 
know others affected by hemophilia 
when he was growing up in rural South 
Carolina so he has enjoyed meeting  

James is now retired from many years 
of work with the South Carolina De-
partment of Revenue.  He jokes that the 
pay was not too great but the health 
insurance and retirement benefits made 
the job great.  James grew up in rural 
South Carolina with severe hemophilia 
A.  He did not receive his first treat-
ment for hemophilia until he was 7 
years old.  James was an active child – 
probably too active considering his 
treatment regimen.  James worried 
about telling his future wife about his 
genetic disorder but she accepted he-

others in the hemophilia community.   

He said he appreciates what we have 
today; lots of information and support 
for families, safe recombinant prod-
ucts, prophylaxis for children so they 
can avoid joint disease later in life.  
His advice:  Surround yourself with 
friends and become an advocate in the 
face of adversity.   
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When I was 11 years old I 
attended scout camp in Colo-
rado for a week.  By age 11 I 
was able to do infusions by 
myself.  The first day at 
camp I fell and hit my face 
on a log.  I was able to take 
care of myself and stay at 
camp for the week.   

I am active but I’ ve had to be realistic 

Hemophilia made me feel different.  
Although, at age 8, my friends thought 
that it was cool that I could stick my-
self with a needle!  Now, sometimes I 
just forget I have it.  I admit I have 
trouble sticking to my infusion regi-
men.  My mother hated nagging at me 
to infuse and I hated hearing her nag.  
We decided that Mom could put a note 
on the refrigerator as a reminder and 
that would be enough for both of us.   

about sports.  I can 
run with the cross 
country team.  I 
love soccer but did 
not make the team 
this year because I 
am too slow from 
repeated bleeds in 

an ankle.  I still play soccer but not on 
the school team.  
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cerned for Newman as a child than his 
medical condition, hemophilia.  Going 
to camp and learning to self-infuse 
gave Newman a ton of confidence.  

When it was time to go to 
college it wasn’ t a huge 
change for Newman.  He 
offered the following ad-
vice:  Organization helped 
me be successful.  I would 

follow the same steps every time I in-
fused.  I would lay out all my supplies 
before I started.  Newman likes to peo-
ple to get to know him first outside of 
hemophilia.  Then when he feels com-
fortable he will share his diagnosis.  
Newman’s advise to parents:  Let your 
child grow up like every other child. 

Newman Hoffman is 18 years old and 
on prophylaxis every other day.  This 
schedule works great for him because 
infusing on a regular basis has allowed 
Newman to participate 
in sports throughout his 
life.  Newman went to 
camp for the first time at 
age 9.  The camp coun-
cilors were more con-
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Salad: 
·  1 can (15.25 oz.) baby peas, 

drained 
·  2 cans (11 oz. each) white or 

shoepeg corn, drained 
·  1 jar (4 oz) chopped pimentos 
·  5 green onions, chopped 
·  6 ribs celery, chopped 
·  1 green pepper chopped. 

In large metallic bowl, combine salad 
ingredients.  Pour marinade over and 
stir well.  Cover and place in refrigera-
tor for at least 24 hours.  For best fla-
vor, refrigerate 2-3 days before serving. 

This is a super-quick salad to assemble, 
but really should be allowed to set in 
the refrigerator so flavors can meld and 
salad can absorb the marinade. 

Marinade: 
·  3/4 cup vinegar 
·  1/2 c veg oil 
·  1 cup sugar 
·  1 tbsp water 
·  1 tsp black pepper 
·  1 tsp salt 
Combine in medium saucepan.  Cook 
and stir over medium heat until sugar is 
completely dissolved, then cool. 


