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ANNUAL Report - 2014 
 

Mission 
Gateway Hemophilia Association is a non-profit, community based organization, 
dedicated to the advocacy, education and support of families affected by bleeding 
disorders 
 

 
Who We Serve 

The Gateway Hemophilia Association (GHA) has served those 
affected by bleeding disorders and their families in eastern 
Missouri and southern Illinois since 1970.  
 
Why We Serve Them 

Bleeding disorders are life-threatening, debilitating, and expensive 
to treat. A child with severe Hemophilia will spend over $300,000 
annually to prevent bleeding. Some children and adults build up 
inhibitors to the treatment and the costs can exceed $1,000,000 per 
year. Failure to preventatively treat the disorder can result in 
prolonged painful bleeds that cause permanent and severe damage. 
Access to affordable and adequate health care is critical to being a 
self-sufficient contributing member of society.  
 
The entire family is affected by the bleeding disorder physically, 
emotionally and financially. With over 40 years of experience, we 
provide programs and services to people affected by bleeding 
disorders so that they can better cope and can become self-
advocates for themselves and/or their family.  We partner with 
Hemophilia Treatment Centers and medical professionals to provide programs and services unique to 
those with bleeding disorders to best meet their needs. 
 
How We Serve Them  

The Gateway Hemophilia Association strives to meet the needs of those affected by a bleeding disorder 
through several programs and services. These include educational scholarships, emergency financial 
assistance, assistance with medic alert, summer camp, Family Education Weekend and support groups for 
men, women, parents and teens.  

 
Program Accomplishments  

GHA continued to grow in 2014, offering 10 educational programs throughout eastern Missouri and 
southern Illinois. In addition to providing education for our members, GHA offered three social events, 
attended three advocacy events, held three membership meetings, participated in eight fundraisers, sent 
members to two national meetings and two regional meetings, continued two annual programs, and held a 
new retreat for women affected by bleeding disorders. GHA exhibited for the second year at the Missouri 
Association of School Nurses regional meeting in St. Louis where we raised awareness on bleeding 
disorders to high-school nurses.   
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Membership Meetings 

GHA kicked off the year in March with a Membership meeting at Sky Zone, held with consumers, 
industry, and HTC staff in honor of Hemophilia Awareness Month. Approximately 90 people attended 
this event.  Attendees learned about a nationwide campaign for progress in hemophilia, My Life, Our 

Future. Leaders in our community came together to gain a deeper understanding of genotyping.  
 
Our annual Family Education Meeting (FEW) was held in July in Clayton, 
MO.  This family-friendly educational meeting was dedicated to 
improving the lives of those living with and affected by a bleeding 
disorder. FEW offered community members the opportunity to learn and 
grow personally and collectively in becoming strong self-advocates! 
During powerful sessions, community members connected on a personal 
level with the presenters. In 2014, 148 members attended; 50 families 
including 97 adults and 51 children. In 2014, GHA offered three tracks, 
Von Willebrand Disease, Parent to Parent and Aging Well with A 
Bleeding Disorder.    
 
Our final membership meeting was held in December at the Magic House.  
After a brief meeting, over 100 guests enjoyed exclusive use to the Magic  
House, while stopping by to take a picture with Santa.  
 
 
Social Events 

   Research shows that social interaction offers families many benefits. These events allow    
                          members to network with other bleeding disorder families and members in the 
                          community. Each February families enjoy two hours of cosmic bowling, shoe rental, 
                          and lunch at Brunswick Lanes. This winter event brings famlies out for a fun event.  
                               
                          GHA members ended the summer at the GHA BBQ held at Tower Tee Golf. After  
                           hearing from an athlete living with a bleeding disorder, who emphaised staying strong  
                           and taking control of their bleeding disorder, over 60 attendees enjoyed the batting cages,  
                           miniature golf, and the driving range.  
 
Despite the rain, GHA held their fall hayride. Kids enjoyed cooking their hotdogs over the bonfire, and 
finished off with s'mores for dessert.  
 

Camp 

 

2014 Camp Notaclotamongus Staff  

 

 

 

Self Infusion Day 
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Each year camp continues to grow, twenty-five children attended GHA’s sixth annual Camp 

Notaclotamongus, held in June at The Living Well Village. To be eligible for camp, the child must be 
between the ages of 7 and 17 and must meet one of the following criteria: diagnosed with hemophilia or 
another bleeding disorder, diagnosed as a carrier of hemophilia or another bleeding disorder.  
 

The purpose of camp is to learn about bleeding disorders, develop skills to care for bleeding disorders and 
to have fun!  Campers had the opportunity to meet new friends and participate in a variety of traditional 
camp activities. GHA and the staff of volunteers made this an exceptional camp experience for all the 
campers. There was a joint effort between the John Bouhasin Center for Bleeding Disorders and St Louis 
Children’s Hospital Hem/Onc Clinic to provide qualified medical staff to address any medical issues that 
arise during camp. Dr. John Puetz serves as GHA's Medical Director and oversee all medical issues. 
 
GHA feels education is a very important aspect of camp. Educational components with the goals of 
building self-confidence, disease treatment and management, positive attitudes, appropriate decision 
making skills and independence were included in the programming. We are proud to announce the 
success of many children learning to self-infuse and making lifelong friendships during camp week.    
 
Youth Golf 

GHA held its third summer youth golf program, which provided an opportunity for children to learn and 
                                                 participate in a non-contact sport that they can continue to play the rest of  
                                                 their lives.  Golf is one of the National Hemophilia Foundation’s approved  
                                                 sports for children with bleeding disorders. The program met for six  
                                                 weeks at the driving range/instruction center at Sunset Hills Golf Course.   
 
                                                 Our goal is that the children who participate in this summer program will  
                                                 develop a keen interest in the game and are challenged to increase their 
                                                 skills. We encourage them to develop a special bond with their teammates  
                                                 and the program mentors that will be valuable for the rest of their lives. We 
                                                 hope to instill an interest in a challenging sport that is deemed safe for 
them. Golfing skills also open the door for many college scholarship programs.  
 
Men's Group 

This group provides an opportunity for the men of GHA's bleeding disorder community the chance to get 
together and fellowship with one another, creating an environment for open communication to educate 
and support one another through the challenges that come while living with a bleeding disorder. We 
welcome those individuals who have Hemophilia or von Willebrand disease, and the fathers of children 
with those disorders. 
 

Women's Group 

This group is a compassionate group of women dedicated to providing support to women affected by 
bleeding disorders. GHA recognizes all women affected by bleeding disorders in our community, 
including but not limited to women with bleeding disorders, mothers, significant others, siblings, carriers 
or children of a person with a bleeding disorder. We strive to support and educate all women in our 
community by gathering for companionship, volunteering and sharing our resources.  
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GHA and Midwest Hemophilia Association co-hosted a women's retreat 
in June with over 50 attendees from four states. Representatives from  
both the National Hemophilia Foundation and Hemophilia Federation of  
America spoke at the retreat. Both caregivers of a person with a bleeding  
disorder and women with a bleeding disorder enjoyed education,  
personal growth, and reflection, as well as tears and laughter with new  
and old friends. The focus of the conference was education on bleeding  
disorders, treatment options and most importantly personal growth!  
 
 

Teen Group 

Males between the ages of 12-20 with a bleeding disorder met at Dave & Buster's and were able to bring a 
friend. Discussion began with "How to talk to your buds about bleeding disorders".  

                 
 

 

Medic Alert Identification      
GHA may provide one medic alert to members of GHA with a bleeding disorder. Medic Alert maintains a 
database of members' medical information that is made available to medical authorities in the event of an 
emergency. 
 

Scholarships 

We believe knowledge is power and are proud to help turn aspirations into achievements. We’re enabling 
students with a bleeding disorder to pursue their passions with the help of an educational scholarship from 
GHA. In 2014 GHA awarded four $1,000 scholarships to members in our community living with a 
bleeding disorder.  
 
Helping Hands & Dental Assistance  

Helping Hands provides financial assistance to members of our community in a time of need. GHA 
provided assistance for five members through the helping hands program. The Dental Assistance program 
provides payment for dental services needed by adult patients in our community and educational outreach 
regarding adult dental health maintenance. GHA provided assistance for one member in our community.  
 
Educational Programs 

Ten educational dinners were held in various locations, including, Columbia, MO, Carbondale, IL, Rolla, 
MO, Town and Country, MO, Fairview Heights, IL, Richmond Heights, MO, and St. Louis, MO. 
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Advocacy  

Three GHA members attended NHF's Washington Days in 
February. GHA also had representatives lobbying at the Missouri 
State Lobby Day.  

 
 
 
National Conferences  
GHA are members of the National Hemophilia Foundation (NHF) 
and Hemophilia Federation of America (HFA). GHA sent members 
to both national meetings in 2014. NHF held their annual meeting in 
Washington, D.C. in September and HFA held their Symposium in 
Tampa, FL in March.  
 
Training  

Training is essential to the achievements of GHA. GHA sent the 
Executive Director and a Board member to NHF's Regional Training 
for chapters in March 2014. Training also included sending three 
camp staff members to Northern American Camping Conference of 
Hemophilia Organizations (NACCHO). The Executive Director 
attended Partnership for Advocacy and Communications Training 
(PACT) in December. In August, the Executive Director with 

multiple HTC staff attended the ACA Implementation Implications for the Bleeding Disorders 
Community Conference. This training included 30 professionals in the community, including six chapters.  
 

Fundraisers 
Eight fundraisers were held, bringing in over $90,000. The walk included a 5k, which brought in 
$22,981.85 with 220 participants. The second annual wine tasting fundraiser had over 100 attendees and 
raised $10,247. Golfers enjoyed a beautiful day while teeing off for hemophilia at the Falls, raising 
$42,548. Tricky TV Trivia was at full capacity, bringing in $11,469.27. In addition to the GHA organized 
fundraisers, Grandma’s Cookies raised $700 at their annual Cookie Eating Contest in St. Charles, MO. 
Another $1,500 was raised at Tilles Park and Taubman Outlet Mall gift wrapping event, thanks to the 
many volunteers. GHA also raised $370 in cookbook sales.   
 
GHA had growth and many accomplishments in 2014. GHA is a great resource to the bleeding disorder 
community, offering stability, reliability, great educational programs and networking. The Board of 
Directors and volunteers are dedicated to supporting the chapter and continue to make it a successful 
organization.  

Financial Information  

 

Income 

Administration  $19,019.20 

Program  $92,167.19 

Fundraising  $92,264.14 

 Total $203,450.53 

Expenses 

Administration (46%) $83,790.90 

Program (42%)              $73,688.50 

Fundraising (12%)        $20,294.05 

 Total          $177,773.45 

 


