
To better serve the families 
located in remote Eastern 
Idaho, the Snake River He-
mophilia and Bleeding Dis-
orders Association, Inc. has 
recently been organized.  
The main goals of the or-
ganization all center around 
helping individuals and 
families affected by bleeding 
disorders.  The mission is 
threefold:  education, advo-
cacy, and peer support. 

EDUCATION  SRH&BDA 
will host at least one sympo-
sium and one education day 
each year.  This year's sym-
posium was June 4 at the 
AmeriTel Inn in Idaho Falls.  
Manufacturers of clotting 
factor, pharmacies, and HTC 
nurses all spoke about their 
products and services, help-
ing families understand the 
wide variety of options they 
have in treating their bleed-
ing disorder.  In August, the 
SRH&BDA will host a water 
activity and family swim 
day.  A water-sports expert 

will give a brief presentation 
on safe, fun, and effective 
water exercises that are 
bleeder-friendly.  The final 
education day for 2005 is 
scheduled for November.  
This day members of the 
Association who have had 
the opportunity of going to 
the National Hemophilia 
Foundation's annual conven-
tion will report. 

ADVOCACY  With chang-
ing insurance coverage, 
school attendance rules, 
employer requirements and a 
host of other concerns, 
knowing what is best for 
each individual and working 
for it is important.  
As families encoun-
ter opportunties for 
advocacy, the 
SRH&BDA will 
help determine what 
the best course of 
action is and help 
families follow 
through on that ac-
tion. 

PEER SUPPORT  It is im-
portant for individuals with 
bleeding disorders to know 
they are not alone and to 
learn from others how to live 
the most normal, productive 
lives possible.  Each of the 
activities sponsored through 
the SRH&BDA will bring 
bleeders together for peer 
support opportunities. 

We are excited for this new 
Association in the Eastern 
Idaho area and thank the 
sponsors who have already 
helped support these activi-
ties.  We welcome area fami-
lies to join (see back page or 
www.srhbda.org). 
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First Annual Water-Exercise 
Day August 27 

Come hot and hungry to the 
first annual water-exercise 
day.  Scheduled to be held at 
Ross Park in Pocatello (2901 
South 2nd Ave.), the after-
noon promises to be fun, 
filling, and educational.  The 
activity will start with a 

yummy ’burger and dog 
barbecue.  While the food 
settles, learn about water 
exercises that are beneficial 
and safe for those with 
bleeding disorders (and eve-
ryone else, of course!).  A 
member of the Physical 
Therapy Department of ISU 
will come to instruct us.  

Finally, try out some of that 
newly-found knowledge, 
swimming as long as you 
care to.  The park stays open 
until 8:00 p.m., so there’s no 
need to feel rushed.  And the 
best part is that it’s all free!  
SRH&BDA is picking up 
the swim tab and providing 
the food. 
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·  Utah Hemophilia Camp—August 1-6 

·  ZLB Behring Jr. Golf and Baseball Champion-
ships in SLC—August 20 

·  SRH&BDA First Annual Water-Exercise Day—
August 27 

·  I f you need more information about any of 
these events, contact a member  of 
SRH& BDA. 

�� � � �� �� � � 	 
����
 	 �� � ��
	 � �� �
 � 
� � � � �

� � � �� � � � �� � ��� ��� 	 � � 
� � � � �

� � � �� � �� 	 
� � 
� � �

� � 
� �� � ��� �	 
�� � � � �

 �� � !�� �� ��� � �

� � � �� �
� ��	 � �� 	 
� � 4 

� 
 � �� � �� � �� ��� � � � ��

�
�

��
�

��
�

	

��


�

�


�



�
�

�
�

�
��

�
�

�
�

��
�

�
�

�
�

�
�

�
�

��
�

�
� 

�
�

�
�

�
�

!
��

�
�

�
�

�
�

�
�

�
�

�
�

�
"

�
�

#
�

�
�

�
� � �� � � �� 	�
� � � � �� �

� � �
 �� � 	�� � � � �

� � � � � � �� 	 
�� � 
 � � � � � 
�� � � � �� � � � � � �� � � � � � �� 	 
�� � 
 � � � � � 
�� � � � �� � � � � � �� � � � � � �� 	 
�� � 
 � � � � � 
�� � � � �� � � � � � �� � � � � � �� 	 
�� � 
 � � � � � 
�� � � � �� � � � � � � ����
� � � �� � � � �� � � �� � � � �� � � �� � � � �� � � �� � � � � ������ �� �� �� � �� 	 �� ��� � � � � � ��� �� �� �� � �� 	 �� ��� � � � � � ��� �� �� �� � �� 	 �� ��� � � � � � ��� �� �� �� � �� 	 �� ��� � � � � � � ����



Three Bean Bake 

1 lb. bacon, cut into one-inch pieces  4 TBSP vinegar 
1 lb. ground beef    2 TBSP Worchestershire sauce 
3/4 C chopped onion   2 tsp. prepared mustard 
2 cans butter beans    1 C ketchup 
2 cans kidney beans   1 1/2 C brown sugar 
2 cans baked beans 
 
Mix all ingredients together.   Slow cook for 6 hours or bake at 350° F. for 1 1/2 hours. 
Note:  There is no need to brown the meats—they will cook fully with the rest of the 
ingredients.  If you do brown the bacon and ground beef, add 1/2 cup water to make up 
for the moisture you lose in the fat. 

Recipe Corner 

It's summer, but school and schedules are 
starting again soon!  Here’s a super easy 
do-ahead or do-quickly recipe. It’s great in 
the crock-pot if you’ re going to be gone all 
day, or you can throw it together and let it 
bake while you’ re off to a soccer game! 

Serve with  corn-bread and green salad and 
enjoy!  It makes a good side-dish, too. 
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Families who live in Eastern Idaho choose 
between treatment centers in Salt Lake City 
at Primary Children's Hospital and Boise at 
St. Lukes Regional Medical Center.  Nurses 
from both treatment centers traveled to the 
first annual symposium and offered their 
expertise in brief presentations.  This issue 
will share what Utah HTC nurse, Michelle 
James presented. 

Michelle introduced the names of the staff 
members at Primary Children’s Medical 
Center.  They include Shirley Bleak, NP; 
Heidi Lane, PT; Dana Appling, LCSW; 
Michelle James, RN; and several  pediatric 
hematologists.  The adult hematologist is 
Dr. George Rodgers at University of Utah 
(Huntsman Cancer Institute).  

Michelle then gave a presentation on the 
dangers of obesity—especially where it 
pertains to bleeders.  Here’s her information 
in a nutshell. 

Risk Factors 

Those at risk for obesity include those with 
poor diet, those with a lack of physical 
activity*, those who work varied shifts, 
those who are quitting smoking, and those 
with a genetic disposition toward 
overweight.  Age and race also can play a 
part in being overweight. 

Joint Problems 

In the general population, those who are 
overweight report arthritis and chronic joint 
problems.  Those who already have a 
potential for joint problems are obviously at 
even greater risk if they are overweight. 

Factor  Dosing 

Dosing of factor is based on weight, so the 
lighter a person is, the less factor they need 
to use.  Since the cost of factor is based on 
dose, the lighter one is, the lower their costs 

are, and the longer it takes to reach lifetime 
caps. 

Habits to Maintain Healthy Weight 

One must look at both eating habits and 
other lifestyle habits when addressing 
weight issues.  Eating habits that will 
help stay healthy are limiting sweetened 
beverages (i.e. soda and juice), 
encouraging  non-fat milk/dairy products 
(three servings per day), encouraging 
fruit and vegetable consumption (five or 
more a day), and eating at home more 
often.   

Other habits include limiting the amount 
of time spent in sedentary behaviors, 
being active as a family, NOT being 
overly restrictive of the person with 
bleeding disorder, and using hunger as a 
cue for eating more or less. 

Michelle ended with a challenge to those 
in attendance to change one thing in their 
lives to help create a healthier lifestyle. 
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On June 24, 2005 the U.S. House of Repre-
sentatives completed action on its fiscal 
year 2006 Labor, Health and Human Ser-
vices (HHS), and Education Appropriations 
bill, passing the bill by a vote of 250-15. 
The bill now moves to the Senate, where 
action has not yet occurred within the corre-
sponding Labor, HHS Appropriations Sub-
committee. 

Overall, the House bill provides $633 mil-
lion below last year’ s discretionary spend-

ing levels, including a cut of $295 million to 
the Centers for Disease Control and Preven-
tion (CDC) budget and a cut of $24 million 
to the Maternal and Child Health Block 
(MCHB) Grant within the Health Resources 
and Services Administration (HRSA).The 
CDC and MCHB are the primary sources of 
government funding to U.S. Hemophilia 
Treatment Centers (HTCs). The House bill 
did not include the increase NHF requested 
for HTC funding. 

Get Involved 

Idaho’s Senator Larry Craig is on the Sen-
ate Labor, HHS (Health & Human Ser-
vices) Appropriations subcommittee.  If 
you would like more information on this 
subject and/or how to get involved, contact 
a member of the Association. 
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We’re looking for your stories—the good times 
and the bad times.  If you have a great survival 
story about your bleeding disorder, send it to  

Snake River Hemophilia & Bleeding Disorders 
Association 
P.O. Box 203 
Newdale, ID 83436  
 
Or submitit your story online at www.srhbda.org.  
Just click on “Story”  and start typing.  Pictures are 
welcome, too, but will not be returned. 

Snake River Hemophilia &Bleeding Disorders 
Association, Inc. is sponsoring one couple 
(family?) to go to NHF in San Diego  October 
26-29, 2005.  If you are interested, please go to 
srhbda.org and click on “Grants.”   Then choose 
“NHF Grant.”  Print that out and mail it to our 
headquarters OR bring it to the swim day on 
August 27.  The board of directors will choose 
one person and let them know by September 1st. 

Mail applications to: 

Snake River Hemophilia & Bleeding Disorders 
Association 
P.O. Box 203 
Newdale, ID 83436 

Before Joshua's port was put in three days 
after his fourth birthday, we went through a 
lot of trauma trying to get his infusions in.  
From birth to 18 months he hardly bled.  
From then until he was about 2 1/2 years 
old, we treated episodically, until the bleeds 
got frequent enough to warrant prophylactic 
treatment.  Then, every three days we were 
trying to stick a needle in this kid's vein. 

   Things worked well with the home-
health nurse for a while until I was trained, 
then I did the shots from home.  He didn't 
like the shots, of course, but accepted them 
with the promise of "one poke, fries." That 
worked great for several months, when 
literally overnight Joshua's veins shut 
down!  Instead of a quick single-poke infu-
sion and then a trip to get some fries, we 
were looking at two or three pokes.   

 Back to the home health nurse we 
went, for she had a special touch and could 

get veins I couldn't.  Before too long, those 
veins shut down, too, and to complicate 
matters our nurse quit the home health com-
pany for personal reasons.  A neighboring 
RN stepped in to save us and we would take 
turns infusing.  Still, at times, it was a 
physically and emotionally exhausting 
multi-poke ordeal ("One poke, fries--five 
poke, pizza!"). 

 Finally we decided a port was the an-
swer.  Joshua underwent the surgery like a 
trooper and within weeks learned that the 
trauma of infusions was past.  Soon, "one 
poke, fries" became "one poke, go do your 
chores," for no compensation was needed. 

 A year later, Joshua sits still for his 
infusion and praises me ("Great job, mom") 
once the needle is in the port.  He helps mix 
and push factor, and even likes to remove 
the needle from the port.  In fact, once I 
removed it and he insisted I re-insert the 
needle so he could pull it out.   

 I thought the trauma was forgotten, 
until we passed the home health office yes-
terday.  Joshua said, "No five pokes, mom?  
Say 'No.'"  There was no fear in his voice; it 
was a matter-of-fact confirmation, but still 
it told me that he, too, remembered the 
difficult days of last year. 

Find the following words in the grid: 

Apples  Bananas  Baseball  Basketball 

Bicycle  Camping  Carrots  Diving 

 Helmets Hemophilia 

 Knee pads Milk  

 Swimming Turn off TV 

 Two Cookies Yogurt 
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 I’d like to join the Snake River Hemophilia and Bleeding Disorders Association, Inc.  Please add the following names to the mailing 
list. 

 Name(s):_________________________________________________________________ 

 Child(ren) and age(s): 
__________________________________________________________________________________________________________ 

__________________________________________________________________________________________________________ 

 Mailing Address:____________________________________City, State, Zip: _____________________________________________ 

Phone: _________________________ e-mail: ____________________________________ 

  I/We are interested in attending a national meeting/conference.  Yes � �    No �  

  I/We would like to volunteer/help with: 

    �  Ideas (for gatherings, newsletters, etc.)     �  Providing Manpower (greetings, signs, finding info, etc.) 

    �  Board of Directors       �  Planning 

    �  Committees 

 

 Please mail completed form to: Snake River Hemophilia and Bleeding Disorders Association, Inc. 

    P.O. Box 203 

    Newdale, ID 83436 

OR email the information to cjstevens@rmci.net 
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