
2018 Year In Review 
 

As we approach the end of 2018, it is always good to reflect back upon the year.  

2018 was another great year for Hemophilia of Indiana!  Hemophilia of Indiana 
(HOII) was able to provide more than 1300 members and families within the 

bleeding disorders community with assistance, educational, and advocacy opportu-

nities. This is made possible by our fundraising events, private donors, and industry 

partnerships.  The year started with the Hearts for Hemophilia “Mad Hatter’s Ball” 

with over 220 in attendance and an incredible and moving program with Zachary 

Crabtree as our keynote speakers.  Washington Days in March provided the HOII 

staff, IHTC representatives, and patient advocates the opportunity meet with re-

port with Senators and State Representatives to advocate on behalf of the bleeding 

disorders community.  Topics discussed included the importance of no lifetime 

caps on medical insurance and denial for medical insurance based on pre-existing 

conditions.  The Bowling Marathon was revamped and now is the Bowling for 

Bleeding Disorders event!  This event included an education program and fundrais-

er for the Judy Moore Scholarship Program.  We had 20 teams and over 85 partici-

pants!  The Judy Moore Scholarship Program is one of HOII proudest achieve-

ments.  We are extremely pleased that the amount awarded in 2018 was another 

record high of $30,000.00 to 10 incredible individuals!  The Course for the Cure 

Golf Outing took place in June and the weather was picture perfect.  Twenty six 

teams participated followed by a silent and live auction!  The Annual Meeting was 

held in August and it was another year of record attendance with over 260 individ-

uals and families!  The weekend was kicked off with incredible speakers from the 

Indiana Hemophilia & Thrombosis Center and the National Hemophilia Founda-

tion.  The day successfully continued with a variety of important educational topics 

and concluded with the Awards dinner.  The weather may not have cooperated, 

but overall the 2018 Unite For Bleeding Disorders was a huge success and we 

reached our goal of $60,000.00!!  There were over 7 teams that raised over 

$1000.00 and are already excited for the 2019 UNITE for Bleeding Disorders 

Walk!  It was the 10th Anniversary of the Fit Livin’ Thanksgivin’ Day Run and an-

other HOII event that had a record attendance! There were over 520 runners and 

walkers!. The last event of the year was the Year End Education Event.  The fami-

lies attended enjoyed a delicious lunch, crafts, and a fun visit from Santa!  Hemo-

philia of Indiana would like to say a big thank you to all that participated in all of 
our events and a special thank you to all of our donors!  2019 is going to be even 

better!  Go to www.hoii.org for details on all of our programs and events! 
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5 Ways to Foster Independence in Your Teen 
with a Bleeding Disorder 
Here’s how to help your adolescent child take the necessary steps toward becoming an 
adult 
Author: Donna Behen 
 
 

If you have a child with a bleeding disorder, the teen years can be challenging. 
It’s a time when adolescents are naturally looking to separate themselves from 
their parents and take on more responsibility. But after years of being so involved 
in managing your child’s bleeding disorder, it can be hard to step back and give 
him or her the freedom and independence teens need as they grow toward 
adulthood. 
How can you help teens with bleeding disorders become more independent and 
empower them to take charge of their health? Here are some suggestions: 
1. Hand over all treatment responsibilities 
Ideally, a teenager will have already taken one of the biggest steps toward inde-
pendence, which is learning how to self-infuse. But in addition to that important 
milestone, teens should be handling a lot of the other aspects of their treatment, 
including knowing the details of their medication, being responsible for their own 
treatment log and eventually taking on the task of ordering their medication. 
2. Stay positive 
Whether it’s helping your child transition to managing his or her medical appoint-
ments schedule, recognize the signs of a bleed, or cope with a medical emer-
gency, your attitude can make all the difference. 
“Let your child know that you are confident that they can take on these new re-
sponsibilities, and that you’re there to consult or help in any way that they might 
need,” says Mary Alvord, PhD, a child clinical psychologist in private practice in 
Rockville and Chevy Chase, Maryland. 



 
 

What’s important is not only what you say, says Alvord, but even more so, what you do. “You 
can model that something is challenging but also problem-solve out loud about how you will 
approach the issue,” she says. 
“This approach can counter those ‘I can’t’ thoughts that teens can be susceptible to, and pro-
vide the powerful message to your teen that, they can try, and they can do it, with help,” says 
Alvord, author of Conquer Negative Thinking for Teens. 
 
3. Teach teens to advocate for themselves 
Encourage your child to start taking a more active role in his or her own healthcare by speak-
ing up and asking questions of hemophilia treatment center (HTC) team members or his or 
her primary care doctor. Once children are high school-aged, they should be able to make 
their own doctor’s appointments and order their own factor and infusion supplies. 
The more people can advocate for themselves and learn to communicate what they need, the 
more they feel in control of their healthcare, says Alvord. “We also know that being proactive 
and asking for help are strengths that factor into resilience,” she says. 
According to a recent study, teens who have a medical condition may be better prepared to 
transition from pediatric care to adult care while taking charge of their own healthcare than 
teens who don’t have a medical issue. When psychologists at the University of Georgia stud-
ied 494 older adolescent and young adult patients, they found that those with a chronic condi-
tion were more self-supporting in completing health-related tasks and were less reliant on in-
put from their parents. 
 
4. Sign up for camp 
A week at overnight camp is when many adolescents with bleeding disorders learn to take a 
bigger role in managing their own health. Not only do they become more comfortable and 
confident with self-infusing, they also gain independence by being away from home for sever-
al days. Many kids who are active in camp go from being campers to counselors, which 
teaches them responsibility and leadership skills. There are more than 50 overnight summer 
camps in 37 states for young people with bleeding disorders, and the cost is usually covered 
by your local chapter. It’s not too early to start planning for next summer. Find a camp near 
you by contacting your local chapter or HTC, or search NHF’s online camp locator< https://
www.hemophilia.org/Community-Resources/Locate-a-Camp-Near-You-0>. 
 
5. Encourage your teen to connect with other young adults 
Adolescents need role models and mentors, and talking to other teens and young adults who 
have bleeding disorders can help them feel much more comfortable about their changing 
role. 
 
You can help your child connect with young adults in your area by contacting your local NHF 
chapter to discover what programs are available. Participation in these events can help teens 
learn to talk much more openly and appropriately about their disorder with friends, and also 
be more likely to act responsibly and take ownership of their healthcare. 

 

 

 

**Article courtesy of Hemaware (www.hemaware.org)** 

https://www.amazon.com/Conquer-Negative-Thinking-Teens-Workbook/dp/1626258899/ref=sr_1_1?s=books&ie=UTF8&qid=1497183687&sr=1-1&keywords=Conquer+Negative+Thinking+for+Teens%3A+A+Workbook+to+Break+the+Thought+Habits+That+Are+Holding+You+Back
https://www.sciencedirect.com/science/article/pii/S1054139X17300241
https://www.hemophilia.org/Community-Resources/Chapter-Directory
https://www.hemophilia.org/Community-Resources/Chapter-Directory
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Upcoming Educational Dinners: 
 

Contact Angel Couch at acouch@hoii.org to register.   

Check out our Facebook (@HEMOINDY) page and website for  

 details on educational dinners! 

 

Greenwood Area: 

Topic:     Shire - Topic TBD 

When:    Tuesday, February 5th 

Time:     6:00pm 

Where:   Stone Creek Dining 

               911 N State Rd 

               Greenwood, IN  46142 

 

Indianapolis Area: 

Topic:     Octapharma - VWD Branded Program 

When:    Saturday, March 9th 

Time:     1:00pm 

Where:   Maggiano’s Little Italy 

               3550 E 86th St 

               Indianapolis, IN  46240 

 

Topic:     Genentech - Topic TBD 

When:    Thursday, March 28th 

Time:      6:00pm 

Where:   Restaurant TBD  

 

 

Location TBD: 

 

Topic:      Shire Hispanic Support Group 

When:     Saturday, March 30th 

Time:      Time TBD 

Where:    Restaurant TBD 
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Mark your Calendars! 

Here are some of our upcoming events… 
 

 “Hearts for Hemophilia Tiaras and Bowties Royal Gala - Friday, 
February, 8th, 2019 

 Bowling for Bleeding Disorders - Sunday, April 14th, 2019 

 Course for the Cure Golf Outing - Monday, June 3rd, 2019 

 

Call our office @ (317) 570-0039 or email  Kristy McConnell @  

kmcconnell@hoii.org if you would like to get involved in any of our 
events! 

 
 

6910 N. Shadeland Ave., Suite 140 

Indianapolis, IN 46220 

www.hoii.org 

(317) 570-0039 

*The material provided in Vital Link is only for general information purposes.  HoII does not give medical advice or  

engage in the practice of medicine.  HoII recommends in all cases that you consult your physician or HTC before    

pursuing any course of treatment. 


