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PAID CONSUMER OUTREACH INCLUDED IN THIS NEWSLETTER. 

Hemophilia Foundation of Michigan exists to enhance the quality of life for all affected by bleeding disorders. 

Dear HFM friends, 

�>�L���H�Y�L���J�V�T�T�P�[�[�L�K���[�V���V�H�L�Y�P�U�N���W�Y�V�N�Y�H�T�Z���[�O�H�[���Z�L�Y�]�L���P�U�K�P�]�P�K�\�H�S�Z�����M�H�T�P�S�P�L�Z��
�H�U�K���S�V�]�L�K���V�U�L�Z���[�O�Y�V�\�N�O�V�\�[���[�O�L�P�Y���S�P�]�L�Z�����/�L�Y�L���P�U���4�P�J�O�P�N�H�U���^�L���O�H�]�L���H���Z�W�L�J�P�H�S��
�P�U�[�L�Y�L�Z�[���P�U���M�V�Z�[�L�Y�P�U�N���O�L�H�S�[�O�`���Y�L�S�H�[�P�V�U�Z�O�P�W�Z���H�U�K���V�W�W�V�Y�[�\�U�P�[�P�L�Z���M�V�Y���H�S�S���V�M���V�\�Y��
�J�V�T�T�\�U�P�[�`���T�L�T�I�L�Y�Z����

HFM’s annual holiday party, nationally-recognized summer residential camps, fund-
�Y�H�P�Z�P�U�N���L�]�L�U�[�Z�����^�L�L�R�L�U�K���Y�L�[�Y�L�H�[�Z�����[�O�P�Z���`�L�H�Y�»�Z���Ä�Y�Z�[���L�]�L�Y���Y�L�N�P�V�U�H�S���]�V�U���>�P�S�S�L�I�Y�H�U�K���+�P�Z�L�H�Z�L��
�J�V�U�M�L�Y�L�U�J�L�����V�\�Y���/�0�9�,�+���^�V�Y�R�Z�O�V�W�Z�����Ä�U�H�U�J�P�H�S���H�Z�Z�P�Z�[�H�U�J�L�����:�W�Y�P�U�N�-�L�Z�[�����H�U�K���T�V�Y�L�������H�S�S��
contribute to the overall health of our community members in sometimes unexpected 
�`�L�[���X�\�P�[�L���Z�P�N�U�P�Ä�J�H�U�[���^�H�`�Z������

If you participated with our 2015 holiday party at Troy High School it looked like many 
holiday gatherings: children decorating gingerbread houses, guests eating pizza and 
�J�V�V�R�P�L�Z���^�O�P�S�L���W�S�H�`�P�U�N���N�H�T�L�Z�����H�U�K���V�M���J�V�\�Y�Z�L�����R�P�K�Z���Z�O�H�Y�P�U�N���O�L�H�Y�[�M�L�S�[���^�P�Z�O�L�Z���^�P�[�O���:�H�U�[�H������
�6�\�Y���]�L�Y�`���V�^�U���:�H�U�[�H���(�U�[�V�U�P�V���L�U�J�V�\�Y�H�N�L�K���L�H�J�O���J�O�P�S�K���[�V���Z�L�S�L�J�[���H���Z�W�L�J�P�H�S���N�P�M�[���[�V��
�[�H�R�L���O�V�T�L that very day, �[�O�H�U�R�Z���[�V���V�\�Y���N�L�U�L�Y�V�\�Z���Z�\�W�W�V�Y�[�L�Y�Z����

Yet, when you looked closely at our HFM holiday party – you could see something more 
happening… 

�2�P�K�Z���H�Y�L���M�V�Y�T�P�U�N���S�P�M�L���S�V�U�N���M�Y�P�L�U�K�Z�O�P�W�Z���H�U�K���Y�L�\�U�P�[�P�U�N���^�P�[�O���M�L�S�S�V�^���J�H�T�W�L�Y�Z���H�U�K��
�Z�[�H�H���^�O�P�S�L���W�H�Y�L�U�[�Z�����N�Y�H�U�K�W�H�Y�L�U�[�Z���H�U�K���M�Y�P�L�U�K�Z���H�Y�L���P�U�[�L�Y�H�J�[�P�U�N���^�P�[�O���V�U�L���H�U�V�[�O�L�Y��
�H�Z���T�L�T�V�Y�P�L�Z���H�Y�L���I�L�P�U�N���T�H�K�L�� �(�U�K���[�O�P�Z���P�Z���P�T�W�V�Y�[�H�U�[�������(�Z���H���J�V�T�T�\�U�P�[� �̀����^�L���R�U�V�^��
�Z�V�J�P�H�S�P�a�H�[�P�V�U���^�P�[�O���V�[�O�L�Y�Z���M�H�J�P�U�N���Z�P�T�P�S�H�Y���J�P�Y�J�\�T�Z�[�H�U�J�L�Z���O�H�Z���H���[�Y�L�T�L�U�K�V�\�Z�S�`���W�V�Z�P�[�P�]�L���L�\�L�J�[��
�V�U���[�O�L���^�L�S�S���I�L�P�U�N���V�M���W�L�V�W�S�L���^�O�V���H�Y�L���O�H�U�K�S�P�U�N���J�O�Y�V�U�P�J���O�L�H�S�[�O���J�O�H�S�S�L�U�N�L�Z������

�>�L���I�L�S�P�L�]�L���/�-�4�»�Z���Y�V�S�L���P�U���M�V�Z�[�L�Y�P�U�N���M�Y�P�L�U�K�Z�O�P�W�Z���H�U�K���V�W�W�V�Y�[�\�U�P�[�P�L�Z���M�V�Y���J�V�T�T�\�U�P�[�`��
�Z�\�W�W�V�Y�[���H�U�K���\�U�K�L�Y�Z�[�H�U�K�P�U�N���H�Y�L���U�V�[���V�U�S�`���U�P�J�L���[�O�P�U�N�Z���[�V���K�V�������[�O�L�`���H�Y�L���U�L�J�L�Z�Z�H�Y�`��
�[�O�P�U�N�Z���[�V���K�V��

Our HFM family is comprised of community members from a diversity of ethnicities and 
walks of life who come together with compassion and support for one another whether 
�H�Z���H���W�H�[�P�L�U�[�����J�H�Y�L�N�P�]�L�Y�����J�H�Y�L���W�Y�V�]�P�K�L�Y�����M�Y�P�L�U�K���V�Y���Z�\�W�W�V�Y�[�L�Y������

�>�L���H�Y�L���N�Y�H�[�L�M�\�S���[�V���O�H�]�L���`�V�\���H�Z���H�U���P�U�[�L�N�Y�H�S���W�H�Y�[���V�M���V�\�Y���L�_�[�Y�H�V�Y�K�P�U�H�Y�`���M�H�T�P�S� �̀���

�>�P�Z�O�P�U�N���`�V�\���H�U�K���`�V�\�Y�Z���H���I�L�H�\�[�P�M�\�S���O�V�S�P�K�H�`���Z�L�H�Z�V�U��

�*�S�P�J�R���O�L�Y�L
to see the
fun video 
of HFM’s 

�/�V�S�P�K�H�`���7�H�Y�[�`
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�-�Y�V�T���/�-�4�»�Z���/�V�S�P�K�H�`���W�H�Y�[�`����
�S�L�M�[���[�V���Y�P�N�O�[�!��

Sue Lerch, HFM Executive Director 
“Mrs. Claus” 

Antonio Jenkins, HFM Board Member 
“Santa-Antonio”

Carrie McCulloch, HFM Special Events Manager
“Tinsel”

Kayla McMaster, Office Coordinator 
“Garland”

https://www.youtube.com/watch?v=V-RinIDNtyE
https://www.youtube.com/watch?v=V-RinIDNtyE
https://www.youtube.com/watch?v=V-RinIDNtyE
https://www.youtube.com/watch?v=V-RinIDNtyE
https://www.youtube.com/watch?v=V-RinIDNtyE
https://www.youtube.com/watch?v=V-RinIDNtyE
https://www.youtube.com/watch?v=V-RinIDNtyE
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December 5th proved to be 
a very Merry Day for the HFM 

community! Thanks to the 
students of Project Lead at 
Troy High School, families 

came together to enjoy a day
 of activities, food, and fun!  As 

festive music played, children 
gathered together to decorate 

gingerbread houses. They 
colored, had their faces

painted, and ate as many 
cookies and pizza as their 

bellies would allow.  

An unexpected guest joined 
the group: Olaf from Frozen! 

He was excited to take photos 
with our kids, and their parents 
alike! The highlight of the day, 

however,was our very own 
Santa-Antonio! Joined by elves, 
and Mrs. Claus (HFM Executive 

Director, Susan Lerch), 
Santa-Antonio dazzled as he 

welcomed each child to 
hear their heartfelt wishes. 

Once they had met with Santa, 
each family then entered a spe-

cial gift area where each child 
was able to select a special gift 
for themselves. They were then 

surprised with the additional 
gift of a book, courtesy of the 

Kiwanis Club. We can’t 
wait for next year!

HFM’s 
Annual 
Holiday 

Party
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�*�S�P�J�R���O�L�Y�L
to see the
fun video 
of HFM’s 

�/�V�S�P�K�H�`���7�H�Y�[�`

https://www.youtube.com/watch?v=V-RinIDNtyE
https://www.youtube.com/watch?v=V-RinIDNtyE
https://www.youtube.com/watch?v=V-RinIDNtyE
https://www.youtube.com/watch?v=V-RinIDNtyE
https://www.youtube.com/watch?v=V-RinIDNtyE
https://www.youtube.com/watch?v=V-RinIDNtyE
https://www.youtube.com/watch?v=V-RinIDNtyE
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PAID CONSUMER OUTREACH
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�/�-�4�»�Z���P�U�H�\�N�\�Y�H�S���¸�>�H�S�R�P�U�»���V�U���[�O�L���>�L�Z�[��
�:�P�K�L�¹���^�H�Z���H���N�Y�L�H�[���Z�\�J�J�L�Z�Z���P�U���L�]�L�Y�`���^�H� �̀�����
�>�L�Z�[���4�P�J�O�P�N�H�U���Z�O�V�^�L�K���[�O�L�P�Y���Z�\�W�W�V�Y�[��
and commitment to HFM’s services 
by raising more than $35,000 with 13 
�[�L�H�T�Z���H�U�K������� ���^�H�S�R�L�Y�Z�����;�O�L���[�O�L�T�L��
�V�M���[�O�P�Z���W�P�J�[�\�Y�L�Z�X�\�L���M�H�S�S���K�H�`���^�H�Z���-�<�5������
Participants enjoyed family activities such 
as speed-pitch and pumpkin decorating 
as well as a beautiful stroll along the 
�.�Y�H�U�K���9�P�]�L�Y�����;�O�L���-�P�M�[�O���;�O�P�Y�K���)�H�S�S�W�H�Y�R���^�H�Z��
�[�O�L���W�P�[�J�O���W�L�Y�M�L�J�[���Z�L�[�[�P�U�N���M�V�Y���[�O�P�Z���Ä�Y�Z�[���[�P�T�L��
event and we can’t wait to be back next 

�`�L�H�Y�����>�H�S�R�L�Y�Z�����]�V�S�\�U�[�L�L�Y�Z���H�U�K���Z�W�V�U�Z�V�Y�Z��
came from across the state to be a part 
�V�M���[�O�P�Z���L�_�W�L�Y�P�L�U�J�L�����;�O�L���L�]�L�U�[���W�Y�V�]�P�K�L�K��
the opportunity for those impacted by 
bleeding disorders to come together in a 
�M�\�U���H�U�K���O�L�H�S�[�O�`���^�H� �̀����5�V�[���V�U�S�`���^�L�Y�L���M�\�U�K�Z��
raised to support HFM’s much-loved 
programs, but the personal connections 
made will have a lasting impact that 
�Z�[�Y�L�U�N�[�O�L�U�Z���V�\�Y���J�V�T�T�\�U�P�[� �̀���

Thank you to everyone who participated 
in and supported this event including 

a special team from���/�L�S�L�U���+�L�=�V�Z��
�*�O�P�S�K�Y�L�U�»�Z���/�V�Z�W�P�[�H�S���/�;�*����HFM is 
so grateful for your commitment and 
�K�L�K�P�J�H�[�P�V�U���[�V���V�\�Y���T�P�Z�Z�P�V�U������

�:�H�]�L���[�O�L���K�H�[�L�����>�L���¸�>�H�S�R���>�L�Z�[�¹ again, 
�6�J�[�V�I�L�Y���������������������:�[�H�`���[�\�U�L�K���M�V�Y���T�V�Y�L��
details to come; in the meantime �¸�J�S�P�J�R��
�O�L�Y�L�¹ for fun memories from 2015’s 
�>�H�S�R�P�U�»���V�U���[�O�L���>�L�Z�[���:�P�K�L����

Walkin’ on the West Side

BioRx
CSL Behring

CVS/Caremark
Emergent BioSolutions
Homecare for the Cure

https://www.flickr.com/photos/hfmichigan/sets/72157659395885278/
https://www.flickr.com/photos/hfmichigan/sets/72157659395885278/
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HFM was proud to host the very 
�Ä�Y�Z�[���Y�L�N�P�V�U�H�S���]�V�U���>�P�S�S�L�I�Y�H�U�K���+�P�Z�L�H�Z�L��
conference in the Midwest in early 
�5�V�]�L�T�I�L�Y�����������������P�U���5�V�]�P�����4�P�J�O�P�N�H�U����
The conference brought together over 
100 people from Michigan, Ohio and 
�0�U�K�P�H�U�H���^�O�V���O�H�]�L���=�>�+���P�U���[�O�L�P�Y���M�H�T�P�S�P�L�Z��
and were seeking answers to questions 
�Y�L�N�H�Y�K�P�U�N���K�P�H�N�U�V�Z�P�Z�����J�H�Y�L���H�U�K���[�Y�L�H�[�T�L�U�[����
A wonderful faculty participated, 
representing the structure of our HTCs, 
�^�P�[�O���K�V�J�[�V�Y�Z�����Z�V�J�P�H�S���^�V�Y�R�L�Y�Z���H�U�K���U�\�Y�Z�L�Z����

�;�O�V�Z�L���P�U���H�[�[�L�U�K�H�U�J�L���H�Z���M�H�J�\�S�[�`���^�L�Y�L�!���+�Y����
�:�[�L�]�L�U���7�P�W�L�����<�U�P�]�L�Y�Z�P�[�`���V�M���4�P�J�O�P�N�H�U�������+�Y����
�1�V�Y�K�H�U���:�O�H�]�P�[�����<�U�P�]�L�Y�Z�P�[�`���V�M���4�P�J�O�P�N�H�U������
�+�Y�����4�L�L�Y�H���*�O�P�[�S�\�Y�����*�O�P�S�K�Y�L�U�»�Z���/�V�Z�W�P�[�H�S���V�M��
�4�P�J�O�P�N�H�U�������+�Y�����*�O�Y�P�Z�[�V�W�O�L�Y���>�H�S�Z�O�����4�[����
�:�P�U�H�P�����5�L�^���@�V�Y�R�������+�Y�����9�V�I�L�Y�[���:�P�K�V�U�P�V��

���*�O�P�S�K�Y�L�U�»�Z���/�L�H�S�[�O�J�H�Y�L���V�M���(�[�S�H�U�[�H�������1�L�U�U�P�M�L�Y��
�4�H�H�O�Z�����5�\�Y�Z�L���¶���0�U�K�P�H�U�H���/�L�T�V�W�O�P�S�P�H��
�;�Y�L�H�[�T�L�U�[���*�L�U�[�L�Y�������:�\�L���(�K�R�P�U�Z�����5�\�Y�Z�L���¶��
�/�-�4���9�L�N�P�V�U�H�S���*�V�Y�L���*�L�U�[�L�Y���:�W�L�J�P�H�S�P�Z�[������
�+�H�U�U�H���4�L�Y�Y�P�[�[�����:�V�J�P�H�S���>�V�Y�R�L�Y���¶���*�O�P�S�K�Y�L�U�»�Z��
�/�V�Z�W�P�[�H�S���V�M���4�P�J�O�P�N�H�U�����H�U�K���,�K���2�\�L�I�S�L�Y��
���:�V�J�P�H�S���>�V�Y�R�L�Y���¶���.�\�S�M���:�[�H�[�L�Z���;�Y�L�H�[�T�L�U�[��
�*�L�U�[�L�Y�����/�V�\�Z�[�V�U������

Attendees participated in general 
sessions with faculty on Saturday 
afternoon, including topics on 
�P�U�[�Y�V�K�\�J�[�P�V�U���[�V���=�>�+�����K�P�H�N�U�V�Z�P�U�N����
�H�U�K���[�Y�L�H�[�T�L�U�[�����;�O�P�Z���^�H�Z���M�V�S�S�V�^�L�K���I�`��
breakout sessions on various topics 
such as “Genetics: It’s all in the Genes” 
and “Transitioning: Leaving Home in a 
�/�L�H�S�[�O�M�\�S���>�H� �̀��¹���:�\�U�K�H�`���T�V�Y�U�P�U�N���M�V�S�S�V�^�L�K��
a similar format, with more attention 

focused on the future of research 
�H�U�K���[�Y�L�H�[�T�L�U�[���M�V�Y���=�>�+�����(�[�[�L�U�K�L�L�Z�»��
evaluations rated the weekend event as 
a success, with 92% stating that they 
would attend a similar event again in the 
�M�\�[�\�Y�L�����/�-�4���P�Z���\�Z�P�U�N���[�O�L���M�L�L�K�I�H�J�R���M�Y�V�T��
�W�H�Y�[�P�J�P�W�H�U�[�Z���[�V���W�S�H�U���M�V�Y���P�U�J�S�\�Z�P�V�U���V�M���=�>�+��
topics during the 2016 year, including 
organizing at least one all day family 
�=�>�+���L�]�L�U�[����

If you have any questions or comments, 
please contact Patrice Thomas, 
Program Services Director at 
�W�[�O�V�T�H�Z�'�O�M�T�P�J�O���V�Y�N������

Bringing Together  the 
Pieces of the Puzzle

V�� W��������� D������

This conference was funded through 
an unrestricted grant from  

Von Willebrand Disease Conference
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Santa needed help, and the HFM community 
�J�H�T�L���[�V���[�O�L���Y�L�Z�J�\�L�����+�\�L���[�V���H�U���V�]�L�Y�^�O�L�S�T�P�U�N��
�K�L�T�H�U�K���M�V�Y���[�V�`�Z���[�O�P�Z���`�L�H�Y�����4�Y�����*�S�H�\�Z���^�H�Z��
�O�H�]�P�U�N���H���K�P�]�J�\�S�[���[�P�T�L���W�Y�V�K�\�J�P�U�N���L�U�V�\�N�O���[�V��
provide for both his home deliveries at the 
end of December, and our Holiday Party on 
�+�L�J�L�T�I�L�Y�����[�O�����-�V�Y�[�\�U�H�[�L�S� �̀����[�O�L���H�[�[�L�U�K�L�L�Z���V�M���[�O�L��
�/�-�4���/�V�S�P�K�H�`���)�\�[�[�L�Y�Å�`���)�Y�L�H�R�M�H�Z�[���^�L�Y�L���X�\�P�J�R���[�V��
�Y�L�Z�W�V�U�K����������������������������������

On November 13th, 60 members from 
the community gathered at The Henry in 
�+�L�H�Y�I�V�Y�U�����;�O�L���T�V�Y�U�P�U�N���Z�[�H�Y�[�L�K���^�P�[�O���H���]�P�Z�P�[��
�H�U�K���[�V�`���J�V�S�S�L�J�[�P�V�U���M�Y�V�T���:�H�U�[�H���¸�O�P�T�Z�L�S�M���¹���/�L��
was overjoyed with the generosity of those in 

�H�[�[�L�U�K�H�U�J�L�������;�O�L���[�V�`���J�V�S�S�L�J�[�P�V�U���^�H�Z���M�V�S�S�V�^�L�K��
�I�`���H���K�L�S�P�J�P�V�\�Z���I�Y�L�H�R�M�H�Z�[���H�U�K���[�P�T�L���[�V���Z�V�J�P�H�S�P�a�L����
The breakfast included a program that 
highlighted the ways that we can positively 
�H�\�L�J�[���P�U�K�P�]�P�K�\�H�S�Z���P�U���[�O�L���I�S�L�L�K�P�U�N���K�P�Z�V�Y�K�L�Y�Z��
community from giving at a global level, to local 
�N�P�]�P�U�N�������;�V�N�L�[�O�L�Y�����^�L���J�L�S�L�I�Y�H�[�L�K���[�O�L���W�V�^�L�Y��
that we all have to better the world around us 
�[�O�Y�V�\�N�O���N�L�U�L�Y�V�Z�P�[�`���V�M���O�L�H�Y�[���H�U�K���Z�W�P�Y�P�[����������������������������������������������������

This opportunity to celebrate the start of the 
holiday season was generously provided by 
�V�\�Y���Z�W�V�U�Z�V�Y�Z�����>�L���[�O�H�U�R���[�O�L�T���M�V�Y���Y�L�J�V�N�U�P�a�P�U�N��
�[�O�L���U�L�L�K�Z���V�M���V�\�Y���J�V�T�T�\�U�P�[�`��

“Santa Claus is anyone who loves another and seeks to make them happy.”  
                      ~ Edwin Osgood Grover      

�+�)�0�V�V���%�X�W�W�H�U�2�\���+�R�O�L�G�D�\���%�U�H�D�N�I�D�V�W���D�W���7�K�H���+�H�Q�U�\

Friends of HFM

Bayer HealthCare 
CSL Behring 

CVS/Caremark
Emergent BioSolutions 

Grifols
Novo Nordisk

�7�Ä�a�L�Y

�:�W�L�J�P�H�S���[�O�H�U�R�Z���[�V��
�V�\�Y���L�]�L�U�[���Z�W�V�U�Z�V�Y�Z
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As the Regional Core Center, the 
Hemophilia Foundation of Michigan hosts 
an annual Regional Meeting for our HTC 
�W�Y�V�]�P�K�L�Y�Z�����:�[�H�\���T�L�T�I�L�Y�Z���M�Y�V�T���H�S�S���V�M���[�O�L��
Hemophilia Treatment Centers in our 
region are welcome and encouraged 
�[�V���H�[�[�L�U�K�����>�L���V�\�L�Y���N�L�U�L�Y�H�S���L�K�\�J�H�[�P�V�U��
sessions as well as breakout sessions 
�I�H�Z�L�K���\�W�V�U���K�P�Z�J�P�W�S�P�U�L��

�>�L���O�V�Z�[�L�K���V�\�Y�������������9�L�N�P�V�U�H�S���4�L�L�[�P�U�N��
October 11-13 at Maumee Bay State 
Park Lodge and Conference Center in 
�6�Y�L�N�V�U�����6�O�P�V�����6�]�L�Y�����������W�L�V�W�S�L���H�[�[�L�U�K�L�K��
the meeting, which was the highest 
�H�[�[�L�U�K�H�U�J�L���^�L���O�H�]�L���O�H�K���P�U���Y�L�J�L�U�[���`�L�H�Y�Z����
Additionally, almost 25% of the attendees 

�^�L�Y�L���L�P�[�O�L�Y���U�L�^���/�;�*���Z�[�H�\���T�L�T�I�L�Y�Z��
�V�Y���Ä�Y�Z�[���[�P�T�L���H�[�[�L�U�K�L�L�Z���V�M���V�\�Y���9�L�N�P�V�U�H�S��
�4�L�L�[�P�U�N�����>�L���J�V�]�L�Y�L�K���H���^�P�K�L���]�H�Y�P�L�[�`���V�M��
topics in our sessions that are relevant 
�[�V���/�;�*���Z�[�H�\�����;�O�P�Z���`�L�H�Y���^�L���O�H�K���\�W�K�H�[�L�Z��
from the American Thrombosis and 
�/�L�T�V�Z�[�H�[�P�Z���5�L�[�^�V�Y�R�����(�;�/�5�������[�O�L���5�H�[�P�V�U�H�S��
Hemophilia Program Coordinating Center 
���5�/�7�*�*�������H�U�K���[�O�L���/�L�T�V�W�O�P�S�P�H���(�S�S�P�H�U�J�L����
Our general sessions topics included: 
“Bleeding Tendencies in Hemophilia 
�*�H�Y�Y�P�L�Y�Z�¹���W�Y�L�Z�L�U�[�L�K���I�`���+�Y�����9�V�I�L�Y�[��
�:�P�K�V�U�P�H�����1�Y�����M�Y�V�T���,�T�V�Y�`���<�U�P�]�L�Y�Z�P�[� �̀����¸�;�O�L��
Movement Checkup” by Vanessa Lanier 
�M�Y�V�T���>�H�Z�O�P�U�N�[�V�U���<�U�P�]�L�Y�Z�P�[� �̀����H�U�K���¸�/�L�W�H�[�P�[�P�Z��
�*���;�O�L���.�V�V�K���5�L�^�Z�¹���W�Y�L�Z�L�U�[�L�K���I�`���+�Y�����+�P�S�P�W��
�4�V�V�U�R�H�����>�L���H�S�Z�V���O�H�K���H���Z�L�Z�Z�P�V�U���J�V�]�L�Y�P�U�N��

Quality Improvement, which is one of the 
�N�V�H�S�Z���V�M���[�O�L���N�Y�H�U�[���W�Y�V�N�Y�H�T�����;�O�L���9�L�N�P�V�U�H�S��
Meeting also provided nurses and 
social workers an opportunity to earn 
Continuing Education Units towards 
�[�O�L�P�Y���S�P�J�L�U�Z�P�U�N���Y�L�X�\�P�Y�L�T�L�U�[�Z��

�;�O�L���9�L�N�P�V�U�H�S���4�L�L�[�P�U�N���P�Z���U�V�[���H�S�S���^�V�Y�R����
�>�L���V�\�L�Y�L�K���[�P�T�L���M�V�Y���H�[�[�L�U�K�L�L�Z���[�V���L�U�Q�V�`��
the scenic location and the opportunity 
�[�V���[�L�Z�[���[�O�L�P�Y���[�Y�P�]�P�H���R�U�V�^�S�L�K�N�L�������+�V���`�V�\��
know how many local hemophilia chapters 
there are in Indiana, Michigan, and Ohio?  
�>�O�H�[���O�H�W�W�L�U�L�K���V�U���4�H�`����������� �����&���5�V��
�.�V�V�N�S�P�U�N�������>�L���S�V�V�R���M�V�Y�^�H�Y�K���[�V���Z�L�L�P�U�N��
even more people next year at the 
�T�L�L�[�P�U�N���P�U���0�U�K�P�H�U�H��

Annual Regional Meeting

PAID CONSUMER OUTREACH
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TA K E  C O N T R O L  O F  Y O U R  C O N D I T I O N  A N D  Y O U R  L I F E … 

Tap Into My Source SM—A Broad Spectrum of Support Services From CSL Behring

FinANciaL
SUPPOrt

Ed
to help ensure 

access to treatment
about a wide 

variety of topics
so you can share 

experiences with others
ation

Whatever your needs and preferences,  
let My Source be your source! 

Visit  www.MySourceCSL.com   
or call 1-800-676-4266 .

t
Ed UCation

http://instagram.com/MySourceCSL

https://twitter.com/MySourceCSL

www.facebook.com/vonWillebrandAndU

www.facebook.com/HemophiliaAndU

The Hemophilia Foundation of Michigan 
provided an opportunity for women over 
�[�O�L���6�J�[�V�I�L�Y�������[�O���^�L�L�R�L�U�K���[�V���W�H�Y�[�P�J�P�W�H�[�L��
�P�U���H�U���H�S�S���^�V�T�L�U�»�Z���Y�L�[�Y�L�H�[�����;�H�R�P�U�N���W�S�H�J�L��
at Yarrow Golf and Conference Center in 
Augusta, MI, nearly 30 women joined in 
�[�O�P�Z���L�]�L�U�[����

�:�V�U�Q�H���>�P�S�R�L�Z���M�Y�V�T���/�L�T�V�W�O�P�S�P�H���-�L�K�L�Y�H�[�P�V�U��
of America joined us to share her story 
of living with a son who has an inhibitor 
and to educate on the importance of 

�Z�L�S�M���J�H�Y�L�����0�U���O�L�Y���H�K�]�V�J�H�J�`���L�\�V�Y�[�Z���Z�O�L��
has had the opportunity to meet with 
President Barack Obama to provide 
education on the insurance needs of 
�M�H�T�P�S�P�L�Z���S�P�]�P�U�N���^�P�[�O���I�S�L�L�K�P�U�N���K�P�Z�V�Y�K�L�Y�Z����

The women participated in numerous 
activities including the Golf Cart 
�:�J�H�]�L�U�N�L�Y���/�\�U�[�����,�]�L�Y�`�V�U�L���^�H�Z���P�U�]�P�[�L�K��
to grab a golf cart and participate in 
�Ä�U�K�P�U�N���J�S�\�L�Z���Z�L�[���V�\�[���H�S�V�U�N���[�O�L���W�Y�V�W�L�Y�[� �̀���
Prizes were awarded for 1st place, best 

team name, best overall photo and most 
�J�Y�L�H�[�P�]�L���W�O�V�[�V��

One major goal of the women’s retreat 
was to enhance connections with 
previously formed relationships and to 
establish new connections with other 
individuals within the bleeding disorder 
�J�V�T�T�\�U�P�[� �̀����/�-�4���P�Z���^�V�Y�R�P�U�N���[�V���I�\�P�S�K��
upon these values and objectives now 
�H�U�K���P�U���[�O�L���M�\�[�\�Y�L����

HFM’s Women’s Retreat

“In this world there is 

 no force equal to the 

 strength of a woman 

 determined to rise.”    

          ~ W.E.B. Du Bois

PAID CONSUMER OUTREACH
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As a parent, it’s important to make sure 
that our children know that the sky is the 
limit and that anything is possible, even 
�I�L�P�U�N���H���W�Y�V�M�L�Z�Z�P�V�U�H�S���H�[�O�S�L�[�L�������1�H�K�L�U�����T�`��
�������`�L�H�Y���V�S�K���Z�V�U�����H�U�K���0���W�H�Y�[�P�J�P�W�H�[�L�K���P�U��
the Gettin’ in the Game Junior National 
�*�O�H�T�W�P�V�U�Z�O�P�W�����1�5�*�����[�O�P�Z���M�H�S�S���H�U�K���^�L��
had the chance to meet pro athletes 
�^�P�[�O���I�S�L�L�K�P�U�N���K�P�Z�V�Y�K�L�Y�Z�������-�V�Y���������`�L�H�Y�Z��
�1�5�*���O�H�Z���I�L�L�U���V�\�L�Y�P�U�N���I�H�Z�L�I�H�S�S���H�U�K��
golf clinics for the bleeding disorders 
�J�V�T�T�\�U�P�[� �̀������;�O�L���W�Y�V�Z�����^�O�V���H�S�Z�V���O�H�]�L��
bleeding disorders, make sure that the 
kids have fun and tell them through role 
modeling and encouragement that having 
a bleeding disorder shouldn’t hold them 
�I�H�J�R���M�Y�V�T���J�V�T�W�L�[�P�[�P�V�U�������7�L�Y�Y�`���7�H�Y�R�L�Y�����H�U��
impressive golf pro, really impacted all 
of the participants with his story about 
�I�L�J�V�T�P�U�N���H���W�Y�V�M�L�Z�Z�P�V�U�H�S���H�[�O�S�L�[�L��

Jaden did a great job throughout the 
�^�L�L�R�L�U�K���H�U�K���Y�L�H�S�S�`���L�U�Q�V�`�L�K���O�P�T�Z�L�S�M������
�1�H�K�L�U���Ä�[���P�U���X�\�P�J�R�S�`���H�U�K���Z�W�L�U�[���H���S�V�[���V�M��

�[�P�T�L���H�[���[�O�L���W�V�V�S���^�P�[�O���[�O�L���V�[�O�L�Y���I�V�`�Z�������0��
overheard his new friends talking about 
Jaden being in the “A Team,” a reference 
for boys with Hemophilia A, an instant 
�I�V�U�K���H�U�K���I�Y�V�[�O�L�Y�O�V�V�K������

�4�`���M�H�]�V�Y�P�[�L���W�H�Y�[���V�M���[�O�L���[�Y�P�W�����I�L�Z�P�K�L�Z���Z�L�L�P�U�N��
Jaden enjoy himself and being in Arizona 
�^�O�P�J�O���^�H�Z���I�L�H�\�[�P�M�\�S���H�U�K���^�H�Y�T�����^�H�Z��
meeting other dads and sharing stories 
�H�I�V�\�[���V�\�Y���Z�V�U�Z�������0�[���M�L�S�[���N�V�V�K���[�V���[�H�S�R���^�P�[�O��
people who understand what we are 
�N�V�P�U�N���[�O�Y�V�\�N�O�������0�[���P�Z���Z�V���T�L�H�U�P�U�N�M�\�S���[�V���I�L��
able to share our experiences watching 
our sons grow up as responsible and 
smart young men and to see them 
�H�J�J�V�T�W�S�P�Z�O���Z�V���T�H�U�`���[�O�P�U�N�Z��

�>�L���H�Y�L���[�O�H�U�R�M�\�S���[�V���V�\�Y���[�Y�L�H�[�T�L�U�[���J�L�U�[�L�Y��
for nominating Jaden for the JNC and for 
all of the opportunities we have had as a 
family through the Hemophilia Foundation 
�V�M���4�P�J�O�P�N�H�U�������>�L���^�V�\�S�K���S�P�R�L���[�V���N�P�]�L���H��
special shout out to Camp Bold Eagle for 

teaching Jaden how to infuse at age 9; by 
�H�N�L���������O�L���^�H�Z���P�U�M�\�Z�P�U�N���V�U���O�P�Z���V�^�U�����7�Y�P�V�Y��
to this I always helped Jaden infuse but 
when he could self-infuse we were able to 
�O�H�]�L���O�P�Z���W�V�Y�[���Y�L�T�V�]�L�K�����;�O�P�Z���^�H�Z���H���O�\�N�L��
�Z�[�L�W���P�U���1�H�K�L�U�»�Z���P�U�K�L�W�L�U�K�L�U�J�L�������1�H�K�L�U��
self-infused prior to the JNC competition 
without any problems, and in fact, made 
�P�[���S�V�V�R���L�H�Z� �̀�

As a parent of a child with hemophilia, 
there are a lot of things you worry 
about and there are a lot of things our 
children have to learn in order to manage 
�[�O�L�P�Y���O�L�T�V�W�O�P�S�P�H�������1�H�K�L�U���O�H�Z���U�L�]�L�Y���S�L�[��
hemophilia hold him back from doing 
�H�U�`�[�O�P�U�N���H�U�K���0���J�V�\�S�K�U�»�[���I�L���T�V�Y�L���W�Y�V�\�K��

Gettin’ in the Game
By Dick Letts
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Is it to stand outside in the cold? Is it 
to eat food that you could just as easily 
make at home? Is it to watch a game 
that you could watch at home? The 
�H�U�Z�^�L�Y���[�V���H�S�S���V�M���[�O�L�Z�L���P�Z�����V�M���J�V�\�Y�Z�L�����U�V����
�@�V�\���N�V���[�V���H���[�H�P�S�N�H�[�L���M�V�Y���`�V�\�Y���M�Y�P�L�U�K�Z�����(�U�K��
on an October Saturday, we had our 
friends – that is anyone who is in the HFM 
community – join us for a tailgate at our 
�V�]�J�L�Z���[�V���L�H�[���H�U�K���^�H�[�J�O���4�P�J�O�P�N�H�U���W�S�H�`��
�4�P�J�O�P�N�H�U���:�[�H�[�L����

HFM provided food and drinks, everyone 
�L�S�Z�L���W�Y�V�]�P�K�L�K���[�O�L���L�U�[�L�Y�[�H�P�U�T�L�U�[�����;�O�L�Y�L��
were kids running outside, toddlers 

�Y�V�H�T�P�U�N���[�O�L���O�H�S�S�Z���V�M���[�O�L���V�]�J�L�����M�Y�P�L�U�K�Z��
harassing each other about Michigan 
or Michigan State, people making new 
friends, and everyone was enjoying their 
�M�Y�P�L�U�K�Z�!���V�S�K���V�Y���U�L� �̂����;�O�L���S�H�^�U���N�H�T�L�Z�����[�O�L��
food and the company made the few 
�O�V�\�Y�Z���I�L�M�V�Y�L���[�O�L���N�H�T�L���Å�`���I� �̀���

The game itself was almost secondary but 
people became more and more interested 
�P�U���V�U�L���V�M���[�O�L���T�V�Z�[���[�O�Y�P�S�S�P�U�N���N�H�T�L�Z���L�]�L�Y����
Michigan fans harassed their Michigan 
�:�[�H�[�L���J�V�\�U�[�L�Y�W�H�Y�[�Z���[�O�Y�V�\�N�O���[�O�L���Ä�Y�Z�[���O�H�S�M��
but as the second half wore on Michigan 
�M�H�U�Z���I�L�J�H�T�L���T�V�Y�L���H�U�K���T�V�Y�L���H�U�_�P�V�\�Z����

Of course the thrilling last play-where the 
punter fumbled the snap and Michigan 
State recovered to score the game 
winning touchdown-had everyone out of 
�[�O�L�P�Y���Z�L�H�[�Z���H�U�K���`�L�S�S�P�U�N���H�[���[�O�L���[�L�S�L�]�P�Z�P�V�U����

�(�M�[�L�Y���[�O�L���N�H�T�L�����H�U�K���[�O�L���`�L�S�S�P�U�N�������L�]�L�Y�`�V�U�L��
�O�L�S�W�L�K���J�S�L�H�U���\�W�����0�[���^�H�Z���Q�\�Z�[���S�P�R�L���H�[���H��
�M�Y�P�L�U�K�»�Z���O�V�\�Z�L�����7�L�V�W�S�L���^�L�Y�L���J�S�L�H�U�P�U�N��
dishes, putting food away and helping to 
�W�H�J�R���\�W�����5�V���V�U�L���^�H�Z���H�Z�R�L�K���I�\�[���L�]�L�Y�`�V�U�L��
�W�P�[�J�O�L�K���P�U�����0�[���^�H�Z���H���^�V�U�K�L�Y�M�\�S���^�H�`���[�V��
�J�S�V�Z�L���V�\�[���H���^�V�U�K�L�Y�M�\�S���K�H� �̀�����

Why do you tailgate?
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Living with a bleeding disorder can 
�I�L���H���]�L�Y�`���S�V�U�L�S�`���S�P�M�L�����;�O�L�Y�L���H�Y�L���V�M�[�L�U��
misconceptions and misunderstandings 
and many people with bleeding disorders 
choose not to disclose their diagnosis to 
�V�[�O�L�Y�Z�����(�U�K���I�L�J�H�\�Z�L���I�S�L�L�K�P�U�N���K�P�Z�V�Y�K�L�Y�Z��
�H�\�L�J�[���W�L�V�W�S�L���P�U���Z�\�J�O���Z�P�N�U�P�Ä�J�H�U�[���^�H�`�Z�����[�O�P�Z��
secret creates a barrier to creating close 
�M�Y�P�L�U�K�Z�O�P�W�Z�����;�V���I�Y�L�H�R���K�V�^�U���[�O�P�Z���I�H�Y�Y�P�L�Y����
�/�-�4���V�\�L�Y�Z���V�\�Y���)�S�L�L�K�L�Y���H�U�K���H���)�\�K�K�`��
�W�Y�V�N�Y�H�T�����;�L�L�U�H�N�L�Y�Z���^�P�[�O���H���I�S�L�L�K�P�U�N��
�K�P�Z�V�Y�K�L�Y���J�H�U���I�Y�P�U�N���H�U���\�U�H�\�L�J�[�L�K���M�Y�P�L�U�K���[�V��
this weekend retreat and the friend learns 
about bleeding disorders while everyone 
�O�H�Z���H���S�V�[���V�M���M�\�U��

This year at Bleeder and a Buddy we 
traveled up to Camp Copneconic, the 
�M�V�Y�T�L�Y���O�V�T�L���V�M���*�H�T�W���)�V�S�K���,�H�N�S�L�����<�W�V�U��
arriving Tim, our camp director, took time 
�[�V���S�L�H�K���V�\�Y���������I�S�L�L�K�L�Y�Z���H�U�K���������I�\�K�K�P�L�Z���P�U��
�P�J�L�I�Y�L�H�R�L�Y�Z���[�V���N�L�[���[�V���R�U�V�^���V�U�L���H�U�V�[�O�L�Y����
�>�P�[�O�P�U���T�P�U�\�[�L�Z���;�P�T���O�H�K���[�O�L���[�L�L�U�Z��
laughing, yelling, running, and meeting 
�U�L�^���W�L�V�W�S�L�����(�M�[�L�Y���V�U�S�`���H�U���O�V�\�Y���H�U�K���H���O�H�S�M��

�[�O�L���N�Y�V�\�W���^�H�Z���[�Y�H�U�Z�M�V�Y�T�L�K���M�Y�V�T���������W�H�P�Y�Z��
of strangers to a cohesive group that was 
�N�L�[�[�P�U�N���[�V���R�U�V�^���L�H�J�O���V�[�O�L�Y����

The next morning the teens were 
challenged to go outside of their comfort 
zone as they climbed in the air on 
�[�O�L���O�P�N�O���Y�V�W�L�Z���J�V�\�Y�Z�L�����(�M�[�L�Y���[�O�L���O�P�N�O��
ropes the teens put their archery skills 
�[�V���[�O�L���[�L�Z�[�����6�\�Y���[�^�V���T�V�Y�U�P�U�N���H�J�[�P�]�P�[�P�L�Z��
pushed the teens physically and showed 
everyone that individuals with bleeding 
disorders can do what everyone else 
does, they just need to take some extra 
�W�Y�L�J�H�\�[�P�V�U�Z����

In the afternoon the group spent several 
hours learning about bleeding disorders, 
discussing what they knew about 
bleeding disorders and sharing what 
�[�O�L�`���^�V�\�S�K���S�P�R�L���[�V���R�U�V� �̂����(�M�[�L�Y���[�O�L���[�L�L�U�Z��
talked our nurse, Laura-Jean Siggens, 
answered their questions and shared 
�Z�V�T�L���H�K�K�P�[�P�V�U�H�S���R�U�V�^�S�L�K�N�L�����;�O�L���[�L�L�U�Z��
then mapped out the inheritance patterns 

�M�V�Y���O�L�T�V�W�O�P�S�P�H���H�U�K���]�V�U���>�P�S�S�L�I�Y�H�U�K�»�Z��
�+�P�Z�L�H�Z�L�����-�P�U�H�S�S� �̀����`�V�\�U�N���H�K�\�S�[�Z���M�Y�V�T���[�O�L��
National Youth Leadership Institute 
���5�@�3�0�����J�H�T�L���H�U�K���S�L�K���[�O�L���N�Y�V�\�W���P�U���H�U���H�Y�[��
�[�O�L�Y�H�W�`���Z�L�Z�Z�P�V�U�����;�O�L���[�L�L�U�Z���K�L�Z�P�N�U�L�K��
masks to represent what they show to 
the outside world and what they keep 
�[�V���[�O�L�T�Z�L�S�]�L�Z�����;�O�L���H�J�[�P�]�P�[�`���S�L�K���[�V���H���]�L�Y�`��
interesting discussion about how people 
are perceived and how we perceive 
�V�\�Y�Z�L�S�]�L�Z����

Since it was Halloween weekend, we 
�Ä�U�P�Z�O�L�K���[�O�L���U�P�N�O�[���^�P�[�O���H���O�H�\�U�[�L�K���O�V�\�Z�L��
�[�V�\�Y�����;�O�L���[�L�L�U�Z���K�P�]�P�K�L�K���\�W���P�U�[�V���Z�T�H�S�S��
�N�Y�V�\�W�Z���H�U�K���^�P�[�O���H���Z�[�H�\���T�L�T�I�L�Y���[�Y�H�]�L�S�L�K��
�[�O�Y�V�\�N�O���[�O�L���O�H�\�U�[�L�K���O�V�\�Z�L�����,�]�L�Y�`�V�U�L��
had a blast and it was a really fun way 
�[�V���Ä�U�P�Z�O���V�\���H���N�Y�L�H�[���K�H� �̀����0�U���[�O�L���T�V�Y�U�P�U�N��
we ate breakfast and talked about what 
the teens liked and learned from the 
�^�L�L�R�L�U�K�����>�L���S�L�M�[���[�V���Y�L�[�\�Y�U���[�V���/�-�4����
everyone buddies and no one hiding their 
�I�S�L�L�K�P�U�N���K�P�Z�V�Y�K�L�Y��

Bleeder and a Buddy Retreat
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Do you know what your rights are in the 
workplace?  Do you understand what 
accommodations you can request, and 
what accommodations employers are 
required to give you?  Do you feel like 
you can advocate for yourself in the 
workplace?  Are bleeding disorders cov-
ered under the Americans with Disabili-
�[�P�L�Z���(�J�[�&�����/�-�4�»�Z���/���0���9���,���+�����W�Y�V�N�Y�H�T���O�H�Z��
recently begun focusing on these issues 
and wants to share what your rights are 
�H�U�K���^�O�H�[���`�V�\���H�Y�L���L�U�[�P�[�S�L�K���[�V���Y�L�J�L�P�]�L��

Employment opportunities and accom-
modations in the workplace are frequent 
concerns for those in the bleeding dis-
�V�Y�K�L�Y���J�V�T�T�\�U�P�[� �̀������(���Y�L�J�L�U�[���/���0���9���,���+����
workshop focused on employment 
issues for individuals with bleeding 
�K�P�Z�V�Y�K�L�Y�Z�������;�O�L���K�P�Z�J�\�Z�Z�P�V�U���M�V�J�\�Z�L�K���V�U��
disclosure, self-advocacy, and employ-
�T�L�U�[���Y�P�N�O�[�Z�������)�L�J�H�\�Z�L���V�M���[�O�L���W�V�Z�P�[�P�]�L��
response the workshop received, 
HFM will host the workshop again 
�V�U���+�L�J�L�T�I�L�Y���������H�[���[�O�L���/�-�4���V�]�J�L�Z������
�7�S�L�H�Z�L���Q�V�P�U���\�Z��

HFM is working on partnering with the 
�/�;�*�Z���[�V���I�Y�P�U�N���/���0���9���,���+�����^�V�Y�R�Z�O�V�W�Z���V�U��
�[�O�L���Y�V�H�K���P�U���[�O�L���J�V�T�P�U�N���`�L�H�Y�����>�L���W�S�H�U��
�[�V���O�V�S�K���V�\�Y���/���0���9���,���+�����^�V�Y�R�Z�O�V�W�Z���P�U��
�Z�L�]�L�Y�H�S���S�V�J�H�[�P�V�U�Z���P�U���������������7�S�L�H�Z�L���R�L�L�W��
a look out for updates to see what top-
ics we will be covering and when our 
workshops will be coming to a location 
�U�L�H�Y���`�V�\��

�/���0���9���,���+���»�Z���U�L�_�[���^�V�Y�R�Z�O�V�W�Z�!
See Facebook event pages and
RSVP to NGamber@hfmich.org 

�+�L�J�L�T�I�L�Y������
�/���0���9���,���+�����^�V�Y�R�Z�O�V�W
�:�L�S�M���H�K�]�V�J�H�J�`���H�U�K��
�L�T�W�S�V�`�T�L�U�[���Y�P�N�O�[�Z��
At HFM, 6pm start time
Pizza will be provided

HFM’s H.I.R.E.D.  

Nick Gamber of HFM’s H.I.R.E.D. shown 
here preparing to teach Budgeting & Excel.

If you’ve seen me at any point over the 
past few months, you might notice that 
there’s a bracelet that I wear every day 
�V�U���T�`���Y�P�N�O�[���^�Y�P�Z�[�����0�[�»�Z���N�Y�L�L�U���H�U�K���I�S�\�L���H�U�K��
�T�H�K�L���V�\�[���V�M���W�S�H�Z�[�P�J�����:�V�T�L���W�L�V�W�S�L���T�P�N�O�[��
�J�H�S�S���P�[���H���S�H�U�`�H�Y�K���V�Y���H���N�P�T�W�����6�U���P�[�����T�`���U�H�T�L��
is spelled out in white beads, except that 
the A and the O in my name are replaced 
�^�P�[�O���W�S�H�P�U���I�L�H�K�Z�����]�V�^�L�S���I�L�H�K�Z���H�Y�L���Y�L�H�S�S�`��
�W�V�W�\�S�H�Y���������Z�V���[�O�H�[���P�[���S�V�V�R�Z���S�P�R�L�������5���;���/������
�5���@�����0���S�V�]�L���[�O�P�Z���I�Y�H�J�L�S�L�[���U�V�[���I�L�J�H�\�Z�L���P�[���P�Z��
particularly beautiful, but because of what 
�P�[���Y�L�W�Y�L�Z�L�U�[�Z�����;�O�P�Z���I�Y�H�J�L�S�L�[���P�Z���T�`���J�V�U�Z�[�H�U�[��
reminder of my time as a counselor and 
�T�L�K�P�J�H�S���Z�[�\�K�L�U�[���H�[���*�H�T�W���)�V�S�K���,�H�N�S�L��

From the time that I was a preclinical 
student at the University of Michigan 
Medical School, I heard older students 
�Y�H�]�P�U�N���H�I�V�\�[���^�O�H�[���^�L���J�H�S�S���¸�W�L�K�Z���J�H�T�W���¹��
I could not understand what all of the 
�O�`�W�L���^�H�Z���H�I�V�\�[�����I�\�[���U�V���S�L�Z�Z���[�O�H�U���Ä�]�L��
people told me that I should consider 
participating in this camp as a medical 
�Z�[�\�K�L�U�[���]�V�S�\�U�[�L�L�Y���K�\�Y�P�U�N���T�`���M�V�\�Y�[�O���`�L�H�Y����
As an aspiring pediatrician, the thought 
of spending time at summer camp with 
a bunch of kids while getting academic 
credit sounded too good to be true, so 
�0���Q�\�T�W�L�K���H�[���[�O�L���W�V�Z�Z�P�I�P�S�P�[� �̀����0���O�H�K���U�V���P�K�L�H��
how the experience would change me 
�M�V�Y���[�O�L���I�L�[�[�L�Y��

A week before campers arrived, I arrived 
to CBE for orientation with another 
�T�L�K�P�J�H�S���Z�[�\�K�L�U�[�����2�L�U�U� �̀����0���Y�L�T�L�T�I�L�Y���H�S�S���V�M��
the smiling strangers who were there to 
�N�Y�L�L�[���\�Z���^�O�L�U���^�L���Z�O�V�^�L�K���\�W�����0���Y�L�T�L�T�I�L�Y��
how young they all looked, only to learn 
later that most of them were counselors-
in-training, and many had been CBE 
�W�H�Y�[�P�J�P�W�H�U�[�Z���Q�\�Z�[���H���M�L�^���`�L�H�Y�Z���L�H�Y�S�P�L�Y�����0���H�S�Z�V��
remember how helpful everyone was in 
�N�L�[�[�P�U�N���\�Z���H�J�X�\�H�P�U�[�L�K�����-�Y�V�T���[�O�H�[���T�V�T�L�U�[��
�V�U�����0���R�U�L�^���0���^�H�Z���P�U���M�V�Y���H�U���H�T�H�a�P�U�N���T�V�U�[�O��

Camp Bold Eagle is a special place where 
�R�P�K�Z���H�U�K���H�K�\�S�[�Z���H�S�P�R�L���M�L�L�S���L�T�W�V�^�L�Y�L�K�����(�Z��
an outsider who didn’t know much about 
bleeding disorders before this summer, I 
was curious to learn what it really looked 
�S�P�R�L���[�V���S�P�]�L���^�P�[�O���O�L�T�V�W�O�P�S�P�H�����]�V�U���>�P�S�S�L�I�Y�H�U�K��
�+�P�Z�L�H�Z�L�����V�Y���H���W�S�H�[�L�S�L�[���K�P�Z�V�Y�K�L�Y�����>�P�[�O���T�`��
limited and often incorrect knowledge, I 
envisioned frail kids who were afraid to 
be active for fear of having a debilitating 
�I�S�L�L�K�����0���J�V�\�S�K���U�V�[���O�H�]�L���I�L�L�U���T�V�Y�L���^�Y�V�U�N����
Camp Bold Eagle was indeed a place 
where people felt safe, but not because 
they were sheltered and protected from 
�H�U�`���Z�L�T�I�S�H�U�J�L���V�M���O�H�Y�T�����0�U�Z�[�L�H�K�����[�O�L�`���M�L�S�[��
safe because they were with their CBE 
family, and it was a family in the truest 
�Z�L�U�Z�L���V�M���[�O�L���^�V�Y�K�����-�Y�V�T���[�O�L���Z�[�V�Y�P�L�Z��
shared to the experiences of being a child 
with a chronic and frustrating disease, 

By Anthony Sawyer, MD Candidate, University of Michigan Medical School ‘17; MPH Candidate, Harvard 
T.H. Chan School of Public Health ‘16; BSPH, UNC Gillings School of Global Public Health ‘10

Anthony’s Experience 
at Camp Bold Eagle  

Anthony’s Experience at Camp Bold Eagle continues on page 17
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campers and counselors alike supported 
each other in an environment that 
cultivated creativity, collaboration, and a 
�^�O�V�S�L���S�V�[���V�M���M�\�U����

�+�\�Y�P�U�N���[�O�L���Ä�Y�Z�[���J�H�T�W���Z�L�Z�Z�P�V�U�����0���^�H�Z��
paired with an awesome team of co-
counselors and tasked with taking care 
of the Bannocks, the youngest kids at 
�J�H�T�W�����;�O�L�Z�L���Ä�]�L���I�V�`�Z�����H�N�L�Z�������H�U�K��������
�^�L�Y�L���U�V�[�O�P�U�N���Z�O�V�Y�[���V�M���H�^�L�Z�V�T�L�����;�O�L�`��
had tremendous imaginations and energy 
�M�V�Y���K�H�`�Z�����;�O�L�`���H�S�Z�V���O�H�K���H���J�\�Y�P�V�Z�P�[�`���M�V�Y��
�[�O�L�P�Y���^�V�Y�S�K���[�O�H�[���0���O�V�W�L���U�L�]�L�Y���K�P�T�P�U�P�Z�O�L�Z����
Some of them were away from their 
�M�H�T�P�S�P�L�Z���M�V�Y���[�O�L���Ä�Y�Z�[���[�P�T�L�����H�U�K���0���H�Z�Z�\�T�L�K��
�[�O�H�[���[�O�L�`���^�V�\�S�K���O�H�]�L���H���K�P�]�J�\�S�[���[�P�T�L���^�P�[�O��
�[�O�L���Z�L�W�H�Y�H�[�P�V�U�����>�O�P�S�L���[�O�L�Y�L���^�L�Y�L���Z�V�T�L��
instances of homesickness, what stood 
out to me more was the fact that these 
kids really embraced the environment that 
�[�O�L�`���^�L�Y�L���P�U�����H�U�K���[�O�Y�P�]�L�K���H�Z���H���Y�L�Z�\�S�[�������0��
loved to watch them learn how to swim 
�^�P�[�O���(�U�K�`���H�U�K���[�O�L���^�H�[�L�Y�M�Y�V�U�[���Z�[�H�\�����K�L�]�V�\�Y��
food at the mess hall with Karl, and listen 
intently for directions as we prepared for 
�V�\�Y���¸�T�V�U�Z�[�L�Y���O�\�U�[�Z���¹���0���H�S�Z�V���Z�H�^���[�O�L�T��
demonstrate tremendous bravery every 
time they had to be “poked,” and realized 
how strong they had to be to deal with 
�[�O�L�P�Y���K�P�Z�L�H�Z�L�Z���V�U���H���K�H�P�S�`���I�H�Z�P�Z��

During the second camp session, I was 
a counselor for the Arapaho cabin, and 
I had a group of 13-year-old boys who 
�^�L�Y�L���P�U���[�O�L�P�Y���Ä�U�H�S���`�L�H�Y���H�Z���J�H�T�W�L�Y�Z���H�[���*�)�,����
They were the opposite of my Bannocks 
in many ways; they were all multi-year 
CBE participants, all but one had already 
�V�I�[�H�P�U�L�K���[�O�L�P�Y���)�\�[�[�L�Y�Å�`���(�^�H�Y�K�Z�����^�O�P�J�O���P�Z��
�(�>�,�:�6�4�,���������H�U�K���[�O�L�`���K�L�T�V�U�Z�[�Y�H�[�L�K���H��
maturity that made it very easy to work 
�^�P�[�O���[�O�L�T�����;�O�L�`���^�L�Y�L���Y�L�H�K�`���[�V���N�V���[�V��
�[�O�L���S�H�R�L�����H�S�T�V�Z�[�����L�]�L�Y�`���T�V�Y�U�P�U�N���M�V�Y���[�O�L��
�7�V�S�H�Y���)�L�H�Y���*�S�\�I�����:�V�T�L�[�P�T�L�Z�����[�O�L�`���H�J�[�L�K��
too cool for certain activities, like cabin 
clean-up, but they really did teach me a 
�S�V�[�����;�O�L�`���[�H�\�N�O�[���T�L���^�O�H�[���P�[���Y�L�H�S�S�`���T�L�H�U�Z��

to understand your bleeding disorder, 
�H�U�K���^�O�`���P�[���T�H�[�[�L�Y�Z�����;�O�L�`���K�L�T�V�U�Z�[�Y�H�[�L�K��
the independence that comes with being 
able to infuse factor on your own, and 
showed great pride in having a bleeding 
�K�P�Z�V�Y�K�L�Y���I�\�[���Z�[�P�S�S���I�L�P�U�N���H���Y�L�N�\�S�H�Y���R�P�K�����>�L��
talked about their goals and dreams, 
�H�U�K���Y�L�Å�L�J�[�L�K���V�U���[�O�L���M�H�J�[���[�O�H�[���L�P�N�O�[�O���H�U�K��
ninth grade was just over the horizon for 
�[�O�L�T���^�O�L�U���Z�J�O�V�V�S���^�H�Z���[�V���Z�[�H�Y�[���\�W���H�N�H�P�U������
During our camp-out, we shared s’mores 
�H�U�K���S�H�\�N�O�Z�����H�U�K���P�[���Z�L�L�T�L�K���S�P�R�L���[�O�L�`���U�L�]�L�Y��
wanted to go to sleep because they were 
�S�H�\�N�O�P�U�N���Z�V���O�H�Y�K�������^�O�P�S�L���W�S�H�`�P�U�N���T�`�Z�[�L�Y�`��
�N�H�T�L�Z�����>�L���H�S�Z�V���L�U�K�\�Y�L�K���O�H�Y�K���[�P�T�L�Z�����H�Z��
one of our campers experienced a severe 
bleed that mandated aggressive pain 
management and factor infusions every 
�Z�P�_���O�V�\�Y�Z����

I watched my campers support each 
other, from showing tremendous patience 
�H�U�K���Å�L�_�P�I�P�S�P�[�`���^�O�P�S�L���[�O�L���J�V�\�U�Z�L�S�V�Y�Z���K�L�H�S�[��
with one camper’s bleed to celebrating as 
another Arapaho successfully obtained 
�O�P�Z���)�\�[�[�L�Y�Å�`���(�^�H�Y�K�����0���H�S�Z�V���Y�L�T�L�T�I�L�Y��
fondly the trip that all of the Arapaho 
campers and counselors took across the 
�S�H�R�L���V�U���[�O�L���S�H�Z�[���M�\�S�S���K�H�`���V�M���J�H�T�W�����>�L���H�[�L����
drank, laughed, and enjoyed each other’s 
�J�V�T�W�H�U� �̀����>�L���H�S�Z�V���Y�L�Å�L�J�[�L�K���U�V�[���Q�\�Z�[���V�U��
that year, but on all of the years that our 
campers had participated in CBE, and on 
�^�O�H�[���[�O�L�P�Y���M�\�[�\�Y�L�Z���^�V�\�S�K���O�V�S�K�����0���J�V�\�S�K�U�»�[��
have been more proud of those boys than 
�V�U���[�O�H�[���K�H� �̀�

For me, camp was a relatively stress-free 
place, and yet I felt a special tranquility 

�^�O�L�U���0���L�U�[�L�Y�L�K���[�O�L���H�Y�[�Z���H�U�K���J�Y�H�M�[�Z���H�Y�L�H�����0�[��
was my program area during the second 
session, and I really enjoyed my time 
�[�O�L�Y�L�����5�P�R�R�P�����^�O�V���Y�H�U���[�O�L���W�Y�V�N�Y�H�T�����W�S�H�`�L�K��
the best music, kept a safe and fun 
environment, and was gracious with all of 
�[�O�L���R�P�K�Z�»���¶���H�U�K���V�[�O�L�Y���H�K�\�S�[�Z�»���¶���Y�L�X�\�L�Z�[�Z����
�>�L���O�H�K���H���S�V�[���V�M���M�\�U�����0�U���[�O�H�[���J�H�I�P�U�����0���N�V�[���[�V��
see kids utilize their creativity and ingenuity 
�[�V���J�Y�L�H�[�L���T�H�Z�[�L�Y�W�P�L�J�L�Z�����0���H�S�Z�V���N�H�P�U�L�K��
some insight into who these kids were 
as individuals: their hobbies, their talents, 
�H�U�K���[�O�L�P�Y���H�Z�W�P�Y�H�[�P�V�U�Z�����0���H�S�Z�V���Y�L�T�L�T�I�L�Y��
holding a special enthusiasm for my 
“Science Is Real” crew, from making 
�U�V�U���5�L�^�[�V�U�P�H�U���Å�\�P�K�Z���H�U�K���I�V�[�[�S�L���Y�V�J�R�L�[�Z��
�[�V���L�_�[�Y�H�J�[�P�U�N���+�5�(���M�Y�V�T���Z�[�Y�H�^�I�L�Y�Y�P�L�Z�����;�O�P�Z��
was made especially impactful when one 
of the campers would randomly whisper 
�¸�Z�J�P�L�U�J�L���P�Z���Y�L�H�S�¹���L�]�L�Y�`���[�P�T�L���O�L���Z�H�^���T�L����
These represent but a few of the many 
awesome experiences that I had during 
�T�`���Z�O�V�Y�[���Z�\�T�T�L�Y���H�[���*�)�,��

The day that my Arapaho campers left, I 
�J�Y�P�L�K�����0���Y�L�T�L�T�I�L�Y���M�L�L�S�P�U�N���H���J�V�T�I�P�U�H�[�P�V�U���V�M��
tremendous gratitude and overwhelming 
�Z�H�K�U�L�Z�Z�����0���^�H�Z���N�Y�H�[�L�M�\�S���[�O�H�[���0���N�V�[���[�V���I�L���H��
part of these kids’ lives, even if it was for 
a short time, and I was sad that I wouldn’t 
see them again for so long, especially 
since my 13-year-olds were aging out 
�H�Z���J�H�T�W�L�Y�Z�����0���H�S�Z�V���Y�L�T�L�T�I�L�Y���M�L�L�S�P�U�N��
guilty that I felt such a connection to a 
place that I had known for so little time, 
especially since this was a place where 
�T�H�U�`���V�[�O�L�Y�Z���O�H�K���S�P�[�L�Y�H�S�S�`���N�Y�V�^�U���\�W����
One camper described it as the safest 
�W�S�H�J�L���[�O�H�[���O�L���R�U�L� �̂����/�V�^�L�]�L�Y�����^�O�H�[���0��
felt most was excitement, because I 
�R�U�L�^���[�O�H�[���0���^�V�\�S�K���I�L���I�H�J�R�����0���^�L�H�Y���[�O�H�[��
green-and-blue plastic bracelet as a 
reminder to myself of how awesome 
camp is, and as a commitment to get 
back to Camp Bold Eagle as soon as 
�0���J�H�U�����;�Y�\�Z�[���T�L�!���0���^�P�S�S���I�L���I�H�J�R��

Anthony’s Experience at Camp Bold Eagle continued from page 16
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“Camp Bold Eagle is 
a special place where 
kids and adults alike 

feel empowered.”
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Get to Know
�*�H�T�W���)�V�S�K���,�H�N�S�L�»�Z���+�P�Y�L�J�[�V�Y����
Tim Wicks

�/�V�^���T�H�U�`���`�L�H�Y�Z���O�H�]�L���`�V�\���I�L�L�U���/�-�4�»�Z���*�H�T�W��
�+�P�Y�L�J�[�V�Y���H�U�K���@�V�\�[�O���:�L�Y�]�P�J�L�Z���4�H�U�H�N�L�Y�&
�:�P�U�J�L���������������H�S�T�V�Z�[���Z�P�_���`�L�H�Y�Z��

�(�Z���H���W�L�Y�Z�V�U���^�P�[�O���H���I�S�L�L�K�P�U�N���K�P�Z�V�Y�K�L�Y����
�J�H�U���`�V�\���Z�O�H�Y�L���^�O�H�[���J�H�T�W���T�L�H�U�Z���[�V���`�V�\�&
Camp is a place of understanding and 
�H�J�J�L�W�[�H�U�J�L�����9�H�[�O�L�Y���[�O�H�U���O�H�]�P�U�N���[�V���L�_�W�S�H�P�U���T�`��
�I�S�L�L�K�P�U�N���K�P�Z�V�Y�K�L�Y�����L�]�L�Y�`�V�U�L���Q�\�Z�[���N�L�[�Z���P�[�����*�H�T�W��
�I�Y�P�U�N�Z���V�\�[���[�O�L���I�L�Z�[���P�U���W�L�V�W�S�L�����>�L���V�M�[�L�U���Z�H�`���[�O�H�[��
�^�L���H�Y�L���[�O�L���T�V�Z�[���¸�Y�L�H�S�¹���H�[���J�H�T�W��

�>�O�H�[���P�Z���`�V�\�Y���M�H�]�V�Y�P�[�L���W�H�Y�[���H�I�V�\�[���I�L�P�U�N���*�H�T�W��
�+�P�Y�L�J�[�V�Y�&
�.�V�P�U�N���[�V���J�H�T�W�����)�L�M�V�Y�L�����0���^�V�\�S�K���[�H�R�L���[�P�T�L���V�\���[�V��
work at camp, and now it’s actually part of my 
�Q�V�I�����(�S�Z�V�����Z�L�L�P�U�N���J�H�T�W�L�Y�Z���[�O�H�[���0���O�H�K���H�[���H�N�L��������
now in leadership roles at camp; just being able 
�[�V���Z�L�L���[�O�H�[���N�Y�V�^�[�O��

�+�V���Z�[�H�H���T�H�R�L���M�\�U���V�M���`�V�\���M�V�Y���H�U�`�[�O�P�U�N�&��
�>�L�S�S�����0���H�S�^�H�`�Z���Y�P�K�L���T�`���I�P�R�L���H�Y�V�\�U�K���J�H�T�W�����0���^�L�H�Y��
my camp director hat, and also a helmet over the 
�O�H�[�����0���Z�[�H�Y�[�L�K���[�V���K�\�J�[���[�H�W�L���H���Å�H�Z�O�S�P�N�O�[���[�V���[�O�L���[�V�W���V�M��
�T�`���O�L�S�T�L�[���Z�V���[�O�H�[���0���J�V�\�S�K���Z�L�L���H�[���U�P�N�O�[�����,�]�L�Y�`�V�U�L��
�Z�L�L�T�Z���[�V���N�L�[���H���N�V�V�K���S�H�\�N�O���V�\�[���V�M���[�O�H�[��

�@�V�\���H�U�K���`�V�\�Y���^�P�M�L�����1�L�U�U�H���H�Y�L���U�L�^���W�H�Y�L�U�[�Z����
�+�V�L�Z���I�L�P�U�N���H���K�H�K���J�O�H�U�N�L���H�U�`�[�O�P�U�N���H�I�V�\�[��
�O�V�^���`�V�\���S�V�V�R���H�[���[�O�L���P�T�W�V�Y�[�H�U�J�L���V�M���J�H�T�W�&
It’ll help with my empathy for parents in regards to 
�Z�L�U�K�P�U�N���[�O�L�P�Y���R�P�K�Z���[�V���J�H�T�W�����0���J�H�U�»�[���P�T�H�N�P�U�L���S�L�[�[�P�U�N��
�N�V���V�M���T�`���S�P�[�[�S�L���N�\�`���M�V�Y���H���K�H� �̀����T�\�J�O���S�L�Z�Z���H���^�L�L�R�����0��
�H�S�Z�V���M�L�L�S���T�V�Y�L���J�V�U�Ä�K�L�U�[���P�U���[�O�L���J�H�T�W�"���0���^�V�\�S�K�U�»�[��
�O�L�Z�P�[�H�[�L���[�V���Z�L�U�K���*�O�H�Y�S�P�L�����L�]�L�U���P�M���0���^�H�Z�U�»�[���[�O�L�Y�L��

�0�Z���[�O�L�Y�L���H���M�\�U���Z�[�V�Y�`���M�Y�V�T���J�H�T�W���[�O�H�[���`�V�\���J�H�U��
�Z�O�H�Y�L���^�P�[�O���\�Z�&
Last year, we needed enough bandanas for 
�L�]�L�Y�`�I�V�K�`���H�[���J�H�T�W�����>�L���H�Z�R�L�K���[�O�L���J�H�T�W��
�T�H�U�H�N�L�Y���[�V���N�L�[�����������I�H�U�K�H�U�H�Z���^�O�P�S�L���Z�O�L���^�H�Z���V�\�[����
�>�L���Y�L�H�S�P�a�L�K���^�L���U�L�L�K�L�K���T�V�Y�L���M�V�Y���[�O�L���Z�[�H�\���H�Z���^�L�S�S����
so I sent her a text saying “Could you please try 
to actually get 120 bandanas?” My phone auto 
�J�V�Y�Y�L�J�[�L�K���¸�I�H�U�K�H�U�H�Z�¹���[�V���¸�I�H�U�H�U�H�Z���¹���)�L�J�H�\�Z�L���J�L�S�S��
service is so bad at camp, I didn’t get her reply 
photo of a cart full of 120 bananas until she was 
�W�\�S�S�P�U�N���K�V�^�U���[�O�L���K�Y�P�]�L�^�H� �̀�����

�0�Z���[�O�L�Y�L���H�U�`�[�O�P�U�N���`�V�\���^�H�U�[���W�L�V�W�S�L���[�V���R�U�V�^��
�H�I�V�\�[���`�V�\�&
My goal is to have some form of camp all year 
�S�V�U�N�����0���H�T���W�H�Z�Z�P�V�U�H�[�L���H�I�V�\�[���J�H�T�W��

�����������,�H�N�S�L���1�V�\�Y�U�L�`�Z
Please check our 
facebook page or go to
www.hfmich.org for 
more info in January.

�6�\�[�W�V�Z�[��
June 19-25 
���������������`�Y�Z����

�*�H�T�W���)�V�S�K���,�H�N�S�L
Session 1: 
�1�\�S�`���������������������������`�Y�Z����
Session 2: 
July 16-23 ���������������`�Y�Z����

�,�_�W�L�K�P�[�P�V�U
TBD ���������`�Y�Z��������

�*�0�;���7�Y�V�N�Y�H�T 
TBD ���������`�Y�Z��������
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Seven years ago, on November 9, 2008, 
I had no idea that my son was turning 8 
years old, half way around the world in 
�*�O�P�U�H�����0���K�P�K�U�»�[���R�U�V�^���[�O�H�[���P�U���H���M�L�^���T�V�U�[�O�Z����
my husband and I would receive an 
email that would change our family’s, and 
�V�\�Y���M�\�[�\�Y�L���Z�V�U�»�Z�����S�P�]�L�Z���M�V�Y�L�]�L�Y�����;�O�L���L�T�H�P�S��
merely indicated that he lived in China 
with hemophilia, spending many weeks in 
the hospital each year, and he needed a 
�O�V�T�L�����(�Z���H���M�H�T�P�S� �̀����^�L���X�\�P�J�R�S�`���K�L�J�P�K�L�K���^�L��
�U�L�L�K�L�K���[�V���T�H�R�L���O�P�T���V�\�Y�Z��

Prior to that email, Pam Thomas, current 
China Program Director for Across the 
�>�V�Y�S�K���(�K�V�W�[�P�V�U�Z�����^�H�Z���]�P�Z�P�[�P�U�N���V�U�L���V�M��
her partnership orphanages in Nanjing, 
�*�O�P�U�H�����:�O�L���^�L�U�[���[�V���S�V�V�R���H�[���Z�V�T�L���V�M���[�O�L��
bunk beds her organization had recently 
�K�V�U�H�[�L�K�����:�O�L���U�V�[�P�J�L�K���H���J�\�[�L�����M�Y�H�N�P�S�L��
looking boy, giving her the peace sign 
�^�P�[�O���H���I�P�N���N�Y�P�U���V�U���O�P�Z���M�H�J�L�������:�O�L���S�L�H�Y�U�L�K��
that this child had hemophilia, and was 
�[�O�L�Y�L�M�V�Y�L���J�V�U�Z�P�K�L�Y�L�K���\�U�H�K�V�W�[�H�I�S�L�����(�M�[�L�Y��
returning home she was helping a New 
York family adopt their little girl when 
she learned that they had a son with 
�O�L�T�V�W�O�P�S�P�H�����:�O�L���Y�L�J�H�S�S�L�K���[�O�L���J�O�H�Y�T�P�U�N��
�S�P�[�[�S�L���I�V�`���Z�O�L���O�H�K���T�L�[���P�U���*�O�P�U�H�����>�P�[�O��
encouragement from the NY mom who 
had a connection in the hemophilia 
community, she convinced the orphanage 
�[�V���T�H�R�L���[�O�L���`�V�\�U�N���I�V�`���¸�W�H�W�L�Y���Y�L�H�K� �̀��¹����
�>�P�[�O�P�U���K�H�`�Z���V�M���H�U���L�T�H�P�S���N�V�P�U�N���V�\�[���[�V��
the hemophilia community, we had 
contacted Pam and were getting ready 
�M�V�Y���V�\�Y���U�L�^���Z�V�U������

�>�O�L�U���^�L���^�L�Y�L���\�U�P�[�L�K���^�P�[�O���3�\�R�L���V�U��
January 25, 2010, he was quite frail and 
�O�H�K���H���Z�S�P�N�O�[���S�P�T�W�����/�L���O�H�K���H���[�H�Y�N�L�[���Y�P�N�O�[��
knee that had repeatedly bled over the 
�`�L�H�Y�Z���H�U�K���^�H�Z���Y�H�[�O�L�Y���Z�^�V�S�S�L�U�����/�L���Z�W�L�U�[��
the majority of his time with us in China 
�P�U���H���I�V�Y�Y�V�^�L�K���^�O�L�L�S�J�O�H�P�Y�������>�O�L�U���^�L��

returned home, we immediately took him 
to the hematologist for evaluation and 
�O�L���Y�L�J�L�P�]�L�K���H���K�V�Z�L���V�M���M�H�J�[�V�Y���=�0�0�0���[�O�H�[���K�H� �̀�����
�>�L���[�O�L�U���I�L�N�H�U���W�O�`�Z�P�J�H�S���[�O�L�Y�H�W�`���M�V�Y���O�P�Z��
�R�U�L�L���H�U�K���W�Y�V�W�O�`�S�H�_�P�Z���[�^�P�J�L���H���^�L�L�R�������6�]�L�Y��
the course of the next several months, 
Luke made amazing progress, growing 
physically stronger and regaining full use 
�V�M���O�P�Z���R�U�L�L�������>�P�[�O���V�J�J�H�Z�P�V�U�H�S���I�Y�L�H�R�[�O�Y�V�\�N�O��
bleeds and school starting in the fall, the 
hematologist increased his prophylaxis to 
�[�O�Y�L�L���[�P�T�L�Z���W�L�Y���^�L�L�R������

Now almost six years later, life for Luke 
�P�Z���T�\�J�O���K�P�\�L�Y�L�U�[�����/�L���P�Z���W�O�`�Z�P�J�H�S�S�`���Z�[�Y�V�U�N��
and healthy and he has family and friends 
�^�O�V���S�V�]�L���O�P�T�����>�O�L�U���0���H�Z�R�L�K���3�\�R�L���^�O�H�[��
he wanted to say about his experience, 
�O�L���Z�H�P�K�����¸�;�O�L���Ä�Y�Z�[���K�H�`���0���T�L�[���`�V�\�����`�V�\��
were strangers, but soon after I felt like 
�0���I�L�S�V�U�N�L�K���P�U���[�O�L���M�H�T�P�S� �̀��¹���/�L���P�Z���N�L�[�[�P�U�N��
excellent grades as a freshman in high 
school, while playing the violin in his 
school orchestra, and participating in team 
�Z�W�V�Y�[�Z�������/�L���Y�V�^�Z���V�U���[�O�L���J�Y�L�^���[�L�H�T���^�P�[�O��
�O�P�Z���Z�P�Z�[�L�Y�Z�����H�U�K���L�U�Q�V�`�Z���Y�\�U�U�P�U�N�����3�\�R�L�»�Z��
dad, Dave recently commented, “I had 
thought that our family was complete until 
�3�\�R�L�������>�L���O�H�]�L���I�L�L�U���I�S�L�Z�Z�L�K���^�P�[�O���O�P�T���P�U��
our lives and it is exciting to see him grow 
�P�U�[�V���H�U���H�T�H�a�P�U�N���`�V�\�U�N���T�H�U���¹����

Luke learned to self-infuse at Camp Bold 
�,�H�N�S�L���[�O�L���Ä�Y�Z�[���Z�\�T�T�L�Y���O�L���^�H�Z���O�V�T�L���H�U�K��
�P�Z���U�V�^���P�U�K�L�W�L�U�K�L�U�[���^�P�[�O���O�P�Z���P�U�M�\�Z�P�V�U�Z������
Remarkably he has not had a bleed since 
�Z�[�H�Y�[�P�U�N����th���N�Y�H�K�L�����3�\�R�L�»�Z���V�S�K�L�Y���I�Y�V�[�O�L�Y���1�H�`��
says, “It’s been exciting to see Luke grow 
�H�U�K���V�]�L�Y�J�V�T�L���O�P�Z���O�L�T�V�W�O�P�S�P�H���V�I�Z�[�H�J�S�L�Z���¹����
This would not have been possible if he 
�O�H�K���Y�L�T�H�P�U�L�K���P�U���*�O�P�U�H������

Since helping our family become 
complete, Pam has been searching 
for boys with hemophilia in China and 

�H�K�]�V�J�H�[�P�U�N���[�V���Ä�U�K���M�H�T�P�S�P�L�Z���M�V�Y���[�O�L�T�����;�O�P�Z��
year alone, she has matched nine boys 
�^�P�[�O���O�L�T�V�W�O�P�S�P�H���[�V���[�O�L�P�Y���M�V�Y�L�]�L�Y���M�H�T�P�S�P�L�Z����
�>�O�L�U���7�H�T���S�V�J�H�[�L�Z���H���I�V�`���^�P�[�O���O�L�T�V�W�O�P�S�P�H��
she contacts myself and several other 
moms in the hemophilia and adoption 
�J�V�T�T�\�U�P�[�P�L�Z�����>�L���[�O�L�U���N�V���[�V���^�V�Y�R��
�H�K�]�V�J�H�[�P�U�N���H�U�K���Z�L�H�Y�J�O�P�U�N���[�V���Ä�U�K���M�V�Y�L�]�L�Y��
�M�H�T�P�S�P�L�Z���M�V�Y���[�O�L�T�����0�[���O�H�Z���I�L�L�U���Z�V���Y�L�^�H�Y�K�P�U�N��
to feel that in some small way I can help 
�[�O�L�Z�L���I�V�`�Z���Ä�U�K���[�O�L���M�H�T�P�S�P�L�Z���[�O�L�`���K�L�Z�L�Y�]�L��
and the access to medical care that they 
�K�L�Z�W�L�Y�H�[�L�S�`���U�L�L�K����������

�0�U���5�V�]�L�T�I�L�Y���V�M���������������0���S�L�H�Y�U�L�K���V�M���¸�*�V�K� �̀��¹��
a young boy in China with hemophilia 
�[�O�H�[���^�H�Z���N�V�P�U�N���[�V���I�L���[�\�Y�U�P�U�N���������P�U���1�\�S�`��
�V�M���������������0���^�H�Z���[�V�S�K���[�O�H�[���H�[���H�N�L���������H���J�O�P�S�K��
�¸�H�N�L�Z���V�\�[�¹���V�M���[�O�L���Z�`�Z�[�L�T�����(�N�L�Z���V�\�[�&��
�>�O�H�[���K�V�L�Z���[�O�H�[���T�L�H�U�&���0���O�H�K���U�L�]�L�Y���O�L�H�Y�K��
�H�I�V�\�[���[�O�P�Z���I�L�M�V�Y�L�����(�Z���P�[���O�H�W�W�L�U�L�K�����^�L��
�O�H�K���Q�\�Z�[���J�L�S�L�I�Y�H�[�L�K���3�\�R�L�»�Z������th birthday 
�[�O�Y�L�L���K�H�`�Z���I�L�M�V�Y�L����It struck me that if Luke 
had remained in China, he would have 
�H�N�L�K���V�\�[���[�O�Y�L�L���K�H�`�Z���L�H�Y�S�P�L�Y�����0���O�H�K���[�V���R�U�V�^��
�^�O�H�[���^�V�\�S�K���O�H�]�L���O�H�W�W�L�U�L�K���[�V���O�P�T�����>�O�H�[��
I discovered was devastating and made 
�T�`���O�L�H�Y�[���H�J�O�L�����-�V�Y���H���J�O�P�S�K���^�P�[�O���H���Z�L�]�L�Y�L��
medical condition like hemophilia, aging 
out typically means the child will be moved 
from the orphanage to an institution, 
�M�V�Y���[�O�L���Y�L�T�H�P�U�K�L�Y���V�M���O�P�Z���S�P�M�L�����>�P�[�O���Z�L�]�L�Y�L��
hemophilia and little to no access to 
medication, the average life span for 
someone living with hemophilia in China 
�P�Z���V�U�S�`���������`�L�H�Y�Z���V�S�K�����0���J�V�\�S�K�U�»�[���I�L�S�P�L�]�L���P�[������
�>�L���O�H�K���[�V���Ä�U�K���¸�*�V�K�`�¹���H���M�H�T�P�S�`�����;�O�Y�V�\�N�O���H��
�T�H�Z�Z���L�\�V�Y�[���I�`���7�H�T�����O�L�Y���H�N�L�U�J� �̀����H�U�K���[�O�L��
hemophilia and adoption communities, a 
family miraculously stepped forward for 
�*�V�K� �̀����/�L���O�H�Z���I�L�L�U���O�V�T�L���Ä�]�L���T�V�U�[�O�Z��
now and is thriving with his new family 
�H�U�K���T�L�K�P�J�H�S���J�H�Y�L������

Our Journey to our Son continued on page 21

Our Journey to our Son 

The Luckey Family 
�;�V�W���1�H�`�����:�O�H�Y�P�����3�\�R�L�����H�U�K���*�S�V�]�L�Y�������+�H�]�L�"��
Bottom: Anya and Isabella

By Shari Luckey

�;�O�L���3�\�J�R�L�`�»�Z���H�K�V�W�[�P�V�U���Z�[�V�Y�`
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“Liam” will turn 12 in March 2016 and has 
been waiting a long time for his forever 
�M�H�T�P�S� �̀����-�Y�V�T���H���]�V�S�\�U�[�L�L�Y���^�O�V���^�V�Y�R�L�K���^�P�[�O��
him, “I think Liam’s biggest need in life is 
something that is needed by all children–
�S�V�]�L�����;�O�H�[���Z�H�P�K�����S�V�]�L���P�Z���U�V�[���H�I�Z�L�U�[���P�U���O�P�Z��
life because he continually shows love 
�[�V�^�H�Y�K�Z���[�O�L���W�L�V�W�S�L���H�Y�V�\�U�K���O�P�T�����/�L���S�V�]�L�Z��
life and has a way of showing that for 
�V�[�O�L�Y�Z�����3�P�H�T���P�Z���H�U���H�S�S���H�Y�V�\�U�K���N�Y�L�H�[���R�P�K���^�O�V��
would thrive in a family that supports and 
�S�V�]�L�Z���O�P�T���¹���>�P�[�O���W�H�P�U�M�\�S���I�S�L�L�K�Z���H�U�K���S�P�[�[�S�L��
medical intervention for his hemophilia, his 
�S�P�M�L���P�Z���S�P�T�P�[�L�K�����/�P�Z���[�P�T�L���P�Z���Y�\�U�U�P�U�N���V�\�[�����H�Z���O�L��
�^�P�S�S���H�N�L���V�\�[���V�M���[�O�L���Z�`�Z�[�L�T���H�[�����������*�V�\�S�K���O�L��
be the missing piece of your family?  

Eight year old “Bryan” has hemophilia 
and patiently awaits his forever 
�M�H�T�P�S�`���[�V���Ä�U�K���O�P�T�����/�P�Z���K�L�]�L�S�V�W�T�L�U�[��
is excellent, he is outgoing and 
�H�J�[�P�]�L�¶���L�_�J�L�W�[���H�M�[�L�Y���O�L�»�Z���O�H�K���H���I�S�L�L�K����
He loves games, playing with clay,  
plants and animals, and is very 
�Z�V�J�P�H�I�S�L���^�P�[�O���O�P�Z���S�P�[�[�S�L���M�Y�P�L�U�K�Z��

The blessings we have received from our 
journey to adopt Luke have been too 
�U�\�T�L�Y�V�\�Z���[�V���J�V�\�U�[�����>�L���O�H�]�L���H�U���H�T�H�a�P�U�N��
�Z�V�U���^�O�V�T���^�L���S�V�]�L���H�U�K���J�O�L�Y�P�Z�O�����/�L���P�Z��
an integral part of our family and he has 
impacted each one of us and made our 
�O�L�H�Y�[�Z���N�Y�V� �̂����/�P�Z���Z�P�Z�[�L�Y�����0�Z�H�I�L�S�S�H�����Z�[�H�[�L�K������
“Even though it wasn’t always easy, I 
cherish getting to build a relationship 
�^�P�[�O���T�`���I�Y�V�[�O�L�Y���¹���;�O�L�`���H�Y�L���[�Y�\�S�`���S�P�R�L���H�U�`��
other siblings, they get on each other’s 
nerves one minute and then I will spy 
Isabella patiently helping Luke with his 
�I�P�V�S�V�N�`���O�V�T�L�^�V�Y�R�����(�U�`�H���Y�L�J�L�U�[�S�`���Z�H�P�K����
“I always wanted a little brother, but I 
didn’t know how much he would teach 
me to appreciate the life that we have 
�O�L�Y�L���¹���(�U�`�H���O�H�Z���K�L�]�L�S�V�W�L�K���H���W�H�Z�Z�P�V�U��
for Chinese orphans and would like to 
do a mission trip to China and work with 
�V�Y�W�O�H�U�Z���[�O�L�Y�L����

Our journey to Luke has inspired me to 
advocate for other children with hemophilia 
�P�U���*�O�P�U�H�����;�O�Y�V�\�N�O���T�`���H�K�]�V�J�H�J�`���L�\�V�Y�[�Z�����0��
�O�H�]�L���T�L�[���Z�V���T�H�U�`���H�T�H�a�P�U�N���W�L�V�W�S�L�����6�U�L��
mom who adopted her son a fewyears ago 
started the Hemophilia Adoption Facebook 
�W�H�N�L�����;�O�P�Z���W�Y�P�]�H�[�L���N�Y�V�\�W���J�V�U�Z�P�Z�[�Z���V�M��
those that have already adopted a child 
with a bleeding disorder, are starting 
the process, or considering adopting a 
�J�O�P�S�K���^�P�[�O���O�L�T�V�W�O�P�S�P�H�����>�L���H�Y�L���J�Y�L�H�[�P�U�N��
a network of advocates, mentors, and 
�L�_�W�L�Y�[�Z���P�U���O�L�T�V�W�O�P�S�P�H���H�K�V�W�[�P�V�U�����0���H�T���Z�V��
blessed to be a part of this, and to witness 
�M�H�T�P�S�P�L�Z���Ä�U�K�P�U�N���[�O�L�P�Y���M�V�Y�L�]�L�Y���Z�V�U�Z�����>�L���H�Y�L��
so fortunate to live in this country, where 
everyone can have access to the medical 
�J�H�Y�L���[�O�H�[���[�O�L�`���U�L�L�K���H�U�K���K�L�Z�L�Y�]�L����

�3�V�V�R�P�U�N���M�V�Y���-�V�Y�L�]�L�Y���-�H�T�P�S�P�L�Z���M�V�Y���[�O�L�Z�L���[�^�V���I�V�`�Z

Adoption Opportunities

Both “Liam” and “Bryan” deserve a family to call his own and access to the world’s 
best medical care, so he can live an active pain free life. If you or someone you know 
is interested in learning more information about these handsome guys, please contact 
Kendra Allen at Across the World Adoptions at: kendi.allen@gmail.com

�+�P�K���`�V�\���R�U�V�^�& 
In the United States and other 
medically developed countries, living 
with hemophilia is very manageable.  
Typically, medication that replaces 
the missing protein in the blood 
is given  through an intravenous 
infusion 2-4 times a week, allowing 
the person with hemophilia to live a 
healthy and active life. In developing 
and underdeveloped countries, 
however, medication is not readily 
available, often making the diagnosis 
of hemophilia devastating. With 
recurrent bleeds, pain, and joint 
damage, hemophilia in many other 
countries means a daily struggle for 
the caregiver to protect the child 
from injury. This typically means 
the child must live a cautious and 
�Z�L�K�L�U�[�H�Y�`���S�P�M�L�����Z�[�P�S�S���Z�\�H�L�Y�P�U�N���M�Y�V�T��
spontaneous bleeds and bleeds 
from minor injuries.

�7�Y�V�J�L�Z�Z���[�V���(�K�V�W�[ 
The process to adopt varies from 
country to country.  For our China 
adoption, we needed to have 
pre-approval from China, a home 
study from a local adoption agency 
and online training for older and 
special needs children. We also had 
�[�V���N�H�[�O�L�Y���]�H�Y�P�V�\�Z���S�L�N�H�S���W�H�W�L�Y�Z�����Ä�S�S��
out many forms, and send everything 
to China for authorization and 
approval. Our process took about 9 
�T�V�U�[�O�Z���M�Y�V�T���Z�[�H�Y�[���[�V���Ä�U�P�Z�O�������;�O�L���J�V�Z�[��
associated with a China adoption is 
currently around $35,000, including 
travel. These fees are 
�K�\�L���H�[���K�P�H�L�Y�L�U�[���W�V�P�U�[�Z���[�O�Y�V�\�N�O�V�\�[��
the process.  

�;�O�L���J�V�Z�[���[�V���H�K�V�W�[
Many people are frightened by the 
high cost of international adoption.  
Don’t let that hold you back!  
Numerous individuals have been able 
to get grants and scholarships and 
fundraise enough to cover a large 
percentage or even the full amount.  
�-�\�U�K�Y�H�P�Z�L�Y�Z���0���O�H�]�L���Z�L�L�U���P�U�J�S�\�K�L�!��
selling T-shirts, on-line auctions, local 
restaurant donations, garage sales, 
selling an extra vehicle, merchandise 
parties, and even a shoe recycling 
fundraiser.

�(�K�V�W�[�P�V�U���0�U�M�V
Our Journey to our Son continued from page 20

�¸�3�P�H�T�¹ �¸�)�Y�`�H�U�¹

mailto:kendi.allen@gmail.com
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Brief Summary

See package insert for full Prescribing Information. This 
product’s label may have been updated. For further product 
information and current package insert, please visit  
www.P�zer.com or call our medical communications 
department toll-free at 1-800-934-5556.

Please read this Patient Information carefully before using 
BeneFIX and each time you get a re�ll. There may be new 
information. This brief summary does not take the place of 
talking with your doctor about your medical problems or  
your treatment.

What is BeneF IX?

BeneFIX is an injectable medicine that is used to help control and 
prevent bleeding in people with hemophilia B. Hemophilia B is 
also called congenital factor IX de�ciency or Christmas disease.

BeneFIX is NOT used to treat hemophilia A.

What should I tell my doctor before using BeneF IX?

Tell your doctor and pharmacist about all of the medicines  
you take, including all prescription and non-prescription 
medicines, such as over-the-counter medicines, supplements,  
or herbal remedies.

Tell your doctor about all of your medical conditions, including  
if you:

�B  are pregnant or planning to become pregnant. It is not known 
if BeneFIX may harm your unborn baby.

�B  are breastfeeding. It is not known if BeneF IX passes into the 
milk and if it can harm your baby.

How should I infuse BeneF IX?

The initial administrations of BeneFIX should be administered 
under proper medical supervision, where proper medical care 
for severe allergic reactions could be provided.

See the step-by-step instructions for infusing in the 
complete patient labeling.

You should always follow the speci�c instructions given by your 
doctor. If you are unsure of the procedures, please call your 
doctor or pharmacist before using.

Call your doctor right away if bleeding is not controlled 
after using BeneF IX.

Your doctor will prescribe the dose that you should take.

Your doctor may need to test your blood from time to time.

BeneFIX should not be administered by continuous infusion.

What if I take too much BeneF IX?

Call your doctor if you take too much BeneFIX.

What are the possible side effects of BeneF IX?

Allergic reactions may occur with BeneF IX. Call your doctor or 
get emergency treatment right away if you have any of the 
following symptoms:

wheezing

dif�culty breathing

chest tightness

turning blue  
(look at lips and gums)

fast heartbeat

swelling of the face

faintness

rash

hives

Your body can also make antibodies, called “inhibitors,” against 
BeneFIX, which may stop BeneF IX from working properly.

Some common side effects of BeneF IX are nausea, injection site 
reaction, injection site pain, headache, dizziness and rash.

BeneFIX may increase the risk of thromboembolism (abnormal 
blood clots) in your body if you have risk factors for developing 
blood clots, including an indwelling venous catheter through 
which BeneFIX is given by continuous infusion. There have been 
reports of severe blood clotting events, including life-threatening 
blood clots in critically ill neonates, while receiving continuous-
infusion BeneFIX through a central venous catheter. The safety 
and ef�cacy of BeneF IX administration by continuous infusion 
have not been established.

These are not all the possible side effects of BeneF IX.

Tell your doctor about any side effect that bothers you or that 
does not go away.

How should I store BeneF IX?

DO NOT FREEZE BeneFIX. BeneFIX kit can be stored at room 
temperature (below 86°F) or under refrigeration. Throw away any 
unused BeneFIX and diluent after the expiration date indicated on 
the label.

Freezing should be avoided to prevent damage to the pre-�lled  
diluent syringe.

BeneFIX does not contain a preservative. After reconstituting 
BeneFIX, you can store it at room temperature for up to 3 hours.  
If you have not used it in 3 hours, throw it away.

Do not use BeneFIX if the reconstituted solution is not clear  
and colorless.

What else should I know about BeneF IX?

Medicines are sometimes prescribed for purposes other than 
those listed here. Do not use BeneF IX for a condition for which it 
was not prescribed. Do not share BeneFIX with other people, 
even if they have the same symptoms that you have.

If you would like more information, talk to your doctor. You can 
ask your doctor for information about BeneF IX that was written 
for healthcare professionals.

This brief summary is based on BeneFIX® [Coagulation Factor IX 
(Recombinant)] Prescribing Information LAB-0464-9.0, revised 
August 2015.
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I always wanted to be a mother, and 
I strongly felt that due to the medical 
�J�O�H�S�S�L�U�N�L�Z���V�M���O�H�]�P�U�N���]�V�U���>�P�S�S�L�I�Y�H�U�K�»�Z������
I would most likely form my family through 
�H�K�V�W�[�P�V�U�����>�P�[�O���T�`���I�S�L�L�K�P�U�N���K�P�Z�V�Y�K�L�Y��
�P�U�Å�\�L�U�J�P�U�N���O�V�^���0���^�P�S�S���O�H�]�L���H���M�H�T�P�S� �̀����P�[��
occurred to me it could also make me  
an ideal parent for a child who has a 
�I�S�L�L�K�P�U�N���K�P�Z�V�Y�K�L�Y��

I was inspired by an acquaintance to 
learn more about adopting a child with 
�O�L�T�V�W�O�P�S�P�H���M�Y�V�T���*�O�P�U�H�����0���J�V�U�[�H�J�[�L�K���[�O�L��
adoption agency to get more information 
and immediately they shared 10-year-
�V�S�K���¸�+�H�]�P�K�»�Z�¹���Z�[�V�Y� �̀����¸�+�H�]�P�K�¹���O�H�Z���I�L�L�U���P�U��
an orphanage almost his whole life and 
is receiving very little treatment for his 
�O�L�T�V�W�O�P�S�P�H�����>�O�P�S�L���0���O�H�K���U�V���P�U�[�L�U�[�P�V�U���V�M��
starting the adoption process right away,   
�0���J�V�\�S�K�U�»�[���N�L�[���¸�+�H�]�P�K�¹���V�\�[���V�M���T�`���T�P�U�K����

After several months, “David” still had  
not been adopted and I realized that I 
could be the one to provide him with a 
�M�V�Y�L�]�L�Y���O�V�T�L��

As a planner by nature, I thought there 
was no way I would consider adopting 
until I had all the money I needed saved 
�\�W�����)�\�[���O�L�Y�L���0���H�T�����T�V�]�P�U�N���M�\�S�S���Z�[�L�H�T��
�H�O�L�H�K���[�V���T�H�R�L���[�O�P�Z���H�K�V�W�[�P�V�U���H���Y�L�H�S�P�[� �̀�����
The adoption costs, including agency  
fees, documents, and travel are estimated 
�[�V���I�L���H�W�W�Y�V�_�P�T�H�[�L�S�`���������������������0���O�H�]�L��
started a crowd funding site to raise 
�T�V�U�L�`���[�V���J�V�]�L�Y���H���W�V�Y�[�P�V�U���V�M���[�O�L�Z�L���J�V�Z�[�Z����

Please consider making a donation, by 
�J�S�P�J�R�P�U�N���O�L�Y�L, so I can bring “David” 
�O�V�T�L�����;�O�H�U�R���`�V�\�����0���H�W�W�Y�L�J�P�H�[�L���`�V�\�Y���S�V�]�L��
�H�U�K���Ä�U�H�U�J�P�H�S���Z�\�W�W�V�Y�[���H�Z���0���L�T�I�H�Y�R���V�U����
�[�O�P�Z���Q�V�\�Y�U�L� �̀���

Adopting a child from 
China with hemophilia

�(�S�H�P�U�H���-�\�Y�Y�»�Z���Z�[�V�Y�`

�7�S�L�H�Z�L��
consider
�O�L�S�W�P�U�N��
�(�S�H�P�U�H���^�P�[�O��
�O�L�Y���H�K�V�W�[�P�V�U��
�V�M���¸�+�H�]�P�K�¹��
�I�`���K�V�U�H�[�P�U�N��
�[�V�K�H�`��

�J�S�P�J�R
�O�L�Y�L 
�[�V���O�L�S�W

�¸�0���^�P�S�S���Z�[�Y�P�]�L���[�V���K�V���L�]�L�Y�`�[�O�P�U�N��
�P�U���T�`���W�V�^�L�Y���[�V���I�L���H���Ä�L�Y�J�L����
�S�V�]�P�U�N���H�K�]�V�J�H�[�L���M�V�Y���T�`���J�O�P�S�K���¹

“My only dream for “David” is that he have the opportunity 

to pursue whatever dreams he may have, without untreated 

hemophilia presenting an unnecessary barrier in his life.”

Adopting “David” continued on page 25

https://www.youcaring.com/alaina-furr-460507#.Vj49w6N9snQ.facebook
https://www.youcaring.com/alaina-furr-460507#.Vj49w6N9snQ.facebook
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�>�O�H�[���H�Y�L���[�O�L���T�V�Z�[���P�T�W�V�Y�[�H�U�[��
�[�^�V���V�Y���[�O�Y�L�L���[�O�P�U�N�Z���`�V�\���^�H�U�[���W�L�V�W�S�L��
�[�V���R�U�V�^���H�I�V�\�[���`�V�\�&
I am currently 35 years old, single, and 
�^�H�Z���K�P�H�N�U�V�Z�L�K���^�P�[�O���]�V�U���>�P�S�S�L�I�Y�H�U�K�»�Z��
�������`�L�H�Y�Z���H�N�V�����0���O�H�]�L���I�L�L�U���J�V�U�U�L�J�[�L�K��
with the HFM community for about 
15 years, primarily through the women 
�^�P�[�O���I�S�L�L�K�P�U�N���K�P�Z�V�Y�K�L�Y�Z���W�Y�V�N�Y�H�T�T�P�U�N����
I was previously the “west side” and 
mid-Michigan representative for the 
�>�V�T�L�U�»�Z���0�U�M�V�Y�T�H�[�P�V�U���5�L�[�^�V�Y�R�����>�0�5����
�W�Y�V�N�Y�H�T�����^�O�P�J�O���^�H�Z���H���S�V�J�H�S���Z�W�P�U���V�\���V�M���[�O�L��
�5�/�-���7�Y�V�Q�L�J�[���9�L�K���-�S�H�N�����>�L���^�L�Y�L���[�Y�H�P�U�L�K��
to give presentations to groups about 
�I�S�L�L�K�P�U�N���K�P�Z�V�Y�K�L�Y�Z���P�U���^�V�T�L�U�����)�`���[�Y�H�K�L�����0��
am a Licensed Customs Broker and work 
�P�U���[�Y�H�K�L�����P�T�W�V�Y�[���L�_�W�V�Y�[�����J�V�T�W�S�P�H�U�J�L���M�V�Y���H��
�J�V�Y�W�V�Y�H�[�P�V�U�����;�O�V�\�N�O���0���N�Y�L�^���\�W���P�U���6�^�V�Z�Z�V����
I have been a “west-sider” during most of 
�T�`���H�]�S�P�H�[�P�V�U���^�P�[�O���/�-�4�����S�P�]�P�U�N���Ä�Y�Z�[���P�U���.�Y�H�U�K��
�9�H�W�P�K�Z���H�U�K���U�V�^���P�U���4�\�Z�R�L�N�V�U��

�>�O�`���K�V���`�V�\���[�O�P�U�R���`�V�\�»�S�S���I�L���H���N�Y�L�H�[���T�V�T�& 
I don’t think I will focus so much on being 
�H���N�Y�L�H�[���T�V�T�����0���[�O�P�U�R���[�O�H�[���P�Z���H���W�Y�L�[�[�`���[�V�\�N�O��
�Z�[�H�U�K�H�Y�K���[�V���S�P�]�L���\�W���[�V�����0���Q�\�Z�[���^�H�U�[���[�V���I�L��
�[�O�L���I�L�Z�[���T�V�T���W�V�Z�Z�P�I�S�L���[�V���¸�+�H�]�P�K���¹���0���O�H�]�L��
had so many positive role models in my 
�S�P�M�L�����P�U�J�S�\�K�P�U�N���T�`���V�^�U���T�V�T�����0���^�P�S�S���Z�[�Y�P�]�L���[�V��
�K�V���L�]�L�Y�`�[�O�P�U�N���P�U���T�`���W�V�^�L�Y���[�V���I�L���H���Ä�L�Y�J�L����
�S�V�]�P�U�N���H�K�]�V�J�H�[�L���M�V�Y���T�`���J�O�P�S�K��

�>�O�`���H�K�V�W�[���H���I�V�`���^�P�[�O���O�L�T�V�W�O�P�S�P�H��
�M�Y�V�T���*�O�P�U�H�&
�>�O�L�U���0���Ä�Y�Z�[���Z�[�H�Y�[�L�K���Y�L�Z�L�H�Y�J�O�P�U�N���T�`��
adoption options, one thing that struck 
me is that these boys with hemophilia 
�Y�L�H�S�S�`���Z�[�H�Y�[���^�P�[�O���[�O�Y�L�L���Z�[�Y�P�R�L�Z���H�N�H�P�U�Z�[���[�O�L�T������
�������;�O�L�`���O�H�]�L���H���T�L�K�P�J�H�S���J�V�U�K�P�[�P�V�U���[�O�H�[��
tends to scare a lot of prospective 
�H�K�V�W�[�P�]�L���W�H�Y�L�U�[�Z�����;�O�P�U�R���H�I�V�\�[���^�O�L�U��
you or your child was diagnosed, how 
�V�]�L�Y�^�O�L�S�T�P�U�N���[�O�H�[���K�P�H�N�U�V�Z�P�Z���J�H�U���Z�L�L�T����
To an uninitiated prospective parent, 
the thought of adopting a child with 
�O�L�T�V�W�O�P�S�P�H���T�\�Z�[���Z�L�L�T���W�Y�L�[�[�`���P�U�[�P�T�P�K�H�[�P�U�N������
���������;�O�L�`���H�Y�L���I�V�`�Z�����;�O�H�[���Z�L�L�T�Z���V�K�K���[�V���Z�H� �̀���
but it is well known in adoption circles 
that prospective adoptive parents, for a 
number of reasons, tend to prefer girls 
�V�]�L�Y���I�V�`�Z������
���������4�H�U�`���V�M���[�O�L�T���H�Y�L���V�S�K�L�Y�����4�H�U�`��
prospective parents hesitate to adopt 
older children, feeling that they will have 
more “problems” or attachment issues 
�[�O�H�U���`�V�\�U�N�L�Y���J�O�P�S�K�Y�L�U����

The reason many of the boys with 
hemophilia available for adoption are 
�V�S�K�L�Y���P�Z���[�^�V�M�V�S�K�����-�P�Y�Z�[�����\�U�[�P�S���Y�L�J�L�U�[�S� �̀����T�H�U�`��
�Z�V�J�P�H�S���^�L�S�M�H�Y�L���P�U�Z�[�P�[�\�[�L�Z�����W�\�I�S�P�J���*�O�P�U�L�Z�L��
�V�Y�W�O�H�U�H�N�L�Z�����^�L�Y�L���U�V�[���T�H�R�P�U�N���[�O�L�Z�L��
boys available for adoption, because 
�[�O�L�`���I�L�S�P�L�]�L�K���[�O�L�T���[�V���I�L���\�U�H�K�V�W�[�H�I�S�L����
Second, many of the boys with 
hemophilia who were made available for 
adoption were overlooked, likely because 
prospective adoptive parents were 
�P�U�[�P�T�P�K�H�[�L�K���I�`���[�O�L�P�Y���J�V�U�K�P�[�P�V�U��

As a prospective adoptive parent, who 
happens to have a bleeding disorder, I 
feel like I am in a unique position to be an 
�P�K�L�H�S���W�H�Y�L�U�[���M�V�Y���H���J�O�P�S�K���^�P�[�O���O�L�T�V�W�O�P�S�P�H����
Plain and simple, hemophilia does not 
�Z�J�H�Y�L���T�L�����5�V�[���V�U�S�`���K�V���0���O�H�]�L���R�U�V�^�S�L�K�N�L��
and ability to access the necessary 
medical resources, but I also have a 
strong support system and know so many 
�H�T�H�a�P�U�N���W�L�V�W�S�L���H�\�L�J�[�L�K���I�`���O�L�T�V�W�O�P�S�P�H��
�^�P�[�O�P�U���[�O�L���/�-�4���J�V�T�T�\�U�P�[�`���H�U�K���I�L�`�V�U�K����
�;�O�P�Z���N�P�]�L�Z���T�L���[�O�L���J�V�U�Ä�K�L�U�J�L���[�V���[�H�J�R�S�L��
what will surely be one of the most 
challenging undertakings of my life- to 
be a single adoptive mom to a child with 
�O�L�T�V�W�O�P�S�P�H����

�+�V���`�V�\���H�S�Y�L�H�K�`���M�L�L�S���H�[�[�H�J�O�L�K��
�[�V���¸�+�H�]�P�K�¹�&���*�H�U���`�V�\���[�L�S�S���\�Z���O�V�^��
�`�V�\�»�Y�L���M�L�L�S�P�U�N�&
I am not sure that attached is really the 
�Y�P�N�O�[���^�V�Y�K���[�V���\�Z�L�����0�U���[�O�L���H�K�V�W�[�P�V�U���^�V�Y�S�K����
attachment is generally used to describe 
the bonding that happens between parent 
�H�U�K���J�O�P�S�K�����:�P�U�J�L���0���O�H�]�L���U�V�[���L�]�L�U���T�L�[���O�P�T��
yet, I can’t really say that I feel attached, 
�W�L�Y���Z�L�����>�O�H�[���0���J�H�U���Z�H�`���P�Z���[�O�H�[���0���O�H�]�L���M�L�S�[��
a certain type of kinship or connection to 
�O�P�T�����M�Y�V�T���[�O�L���[�P�T�L���0���Ä�Y�Z�[���O�L�H�Y�K���H�I�V�\�[���O�P�T����
Though my bleeding disorder is milder 
than his, not being diagnosed until I was a 
teenager, I have an understanding of what 
it is like to live for years without proper 
�[�Y�L�H�[�T�L�U�[���V�M���I�S�L�L�K�P�U�N���P�Z�Z�\�L�Z�����(�[���Z�V�T�L��
point though, especially after I received 
the pre-approval from China, I did start 
�[�O�P�U�R�P�U�N���V�M���O�P�T���P�U���H���T�H�[�L�Y�U�H�S���^�H� �̀����;�O�L�Y�L��
is a long way to go in this process until 
he is my son in the eyes of China and the 
�<�U�P�[�L�K���:�[�H�[�L�Z�����/�V�^�L�]�L�Y�����0���K�V���[�O�P�U�R���H�I�V�\�[��
�O�P�T�����0���^�V�U�K�L�Y���P�M���O�L���P�Z���H�S�Y�P�N�O�[�����^�O�L�[�O�L�Y���O�L��
has had any recent bleeds, and I hope he 
�P�Z���U�V�[���P�U���W�H�P�U�����L�[�J��

�>�O�H�[���P�Z���P�[���[�O�H�[���R�L�L�W�Z���`�V�\���O�V�W�L�M�\�S���[�O�H�[��
�`�V�\�»�S�S���I�L���H�I�S�L���[�V���Y�H�P�Z�L���[�O�P�Z���T�V�U�L�`�&
The topic of raising money is probably 
�[�O�L���[�V�\�N�O�L�Z�[���V�U�L���M�V�Y���T�L�����0���H�T���H���M�H�P�Y�S�`��
independent, private person, who has 
�H���O�H�Y�K���[�P�T�L���H�Z�R�P�U�N���M�V�Y���O�L�S�W�����:�[�H�Y�[�P�U�N���[�O�L��
adoption process now, without all of the 
funds in hand, is a real leap of faith for 
�T�L�����4�`���O�V�W�L���P�Z���[�O�H�[���[�O�L�Y�L���H�Y�L���W�L�V�W�S�L���V�\�[��
there who will be touched by our story, 
and be willing to help “David,” a boy 
with hemophilia, get a permanent, loving 
�O�V�T�L��

�+�V���`�V�\���O�H�]�L���H���K�Y�L�H�T���M�V�Y���¸�+�H�]�P�K�¹�&
My only dream for “David” is that he 
have the opportunity to pursue whatever 
dreams he may have, without untreated 
hemophilia presenting an unnecessary 
�I�H�Y�Y�P�L�Y���P�U���O�P�Z���S�P�M�L��

�*�H�U���`�V�\���Z�O�H�Y�L���^�O�H�[�»�Z���P�U���`�V�\�Y���O�L�H�Y�[�&
The adoption process is emotional in 
�Z�V���T�H�U�`���^�H�`�Z�����;�O�L���T�V�Y�L���0���O�H�]�L���S�L�H�Y�U�L�K��
in this process, the more I question at 
�[�P�T�L�Z�����:�V���V�M�[�L�U�����H�K�V�W�[�P�V�U���M�V�J�\�Z�L�Z���V�U��
the adoptive parents, and the good that 
they are doing in their adoptive children’s 
�S�P�]�L�Z�����>�O�H�[���P�Z���U�V�[���M�V�J�\�Z�L�K���V�U���H�Z���T�\�J�O���P�Z��
that the children available for adoption 
internationally have faced so much loss in 
�[�O�L�P�Y���`�V�\�U�N���S�P�]�L�Z�����-�P�Y�Z�[���H�U�K���M�V�Y�L�T�V�Z�[�����[�O�L�`��
�O�H�]�L���M�H�J�L�K���[�O�L���S�V�Z�Z���V�M���[�O�L�P�Y���I�P�Y�[�O���M�H�T�P�S�P�L�Z����
Once adopted, they also face the loss of 
their culture, their country, foster families, 
and any other people they have been 
�J�V�U�U�L�J�[�L�K���[�V�����;�O�L�`���H�Y�L���[�O�L���Z�[�Y�V�U�N���V�U�L�Z����
�;�O�L�`���H�Y�L���[�O�L���I�Y�H�]�L���V�U�L�Z�����0�U���H���W�L�Y�M�L�J�[��
world, “David” would have been able to 
be raised by his birth family, and have 
access to much needed treatment for his 
�O�L�T�V�W�O�P�S�P�H�����<�U�M�V�Y�[�\�U�H�[�L�S� �̀����[�O�H�[���^�H�Z���U�V�[��
�[�O�L���J�H�Z�L�����0���N�Y�P�L�]�L���[�O�P�Z���S�V�Z�Z���M�V�Y���O�P�T�����0�U���H�S�S��
�Y�L�H�S�P�[� �̀����0���H�T���¸�+�H�]�P�K�»�Z�¹���7�S�H�U���)�����/�V�^�L�]�L�Y����
I hope that having a loving mom who is 
knowledgeable 
about bleeding 
disorders, and 
who will give 
him access to 
proper medical 
care, will be a 
pretty decent 
�7�S�H�U���)��

Adopting “David” continued from page 24

“As a prospective adoptive parent, who happens to have a bleeding disorder, I felt like I am in a unique 

position to be an ideal parent for a child with hemophilia. Plain and simple, hemophilia does not scare me.”

�J�S�P�J�R
�O�L�Y�L 
�[�V���O�L�S�W

https://www.youcaring.com/alaina-furr-460507#.Vj49w6N9snQ.facebook
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�.�Y�V�^�P�U�N���\�W���^�P�[�O���O�L�T�V�W�O�P�S�P�H�����9�`�H�U���>�O�P�[�L�»�Z���Z�[�V�Y�`��
�^�H�Z���M�H�T�P�S�P�H�Y���[�V���T�L�����>�O�L�U���0���J�H�S�S�L�K���O�P�Z���T�V�T���P�U��
2010 to see if she would come speak to my 
medical school class I instantly connected with 
�O�L�Y�����0���^�H�Z���Z�P�[�[�P�U�N���P�U���[�O�L���T�L�K���Z�J�O�V�V�S���J�H�M�L�[�L�Y�P�H���H�U�K��
�[�O�L���J�H�S�S���S�H�Z�[�L�K���H�S�T�V�Z�[���H�U���O�V�\�Y�����0���S�V�]�L�K���S�P�Z�[�L�U�P�U�N��
�[�V���O�L�Y���Z�[�V�Y�P�L�Z�����0���Z�[�P�S�S���K�V�����0�[�»�Z���S�P�R�L���^�L���O�H�K���R�U�V�^�U��
each other for years even though we just met—
a feeling that happens quite often with people 
�0���T�L�L�[���P�U���[�O�L���O�L�T�V�W�O�P�S�P�H���J�V�T�T�\�U�P�[� �̀����;�O�L�Y�L�»�Z��
a common bond—an understanding that we 
�Z�O�H�Y�L�·�V�M�[�L�U���^�P�[�O�V�\�[���L�]�L�U���Z�H�`�P�U�N���H���^�V�Y�K��

I was so moved by talking with Jeanne I started 
telling people here in Detroit that I wanted to 
�I�Y�P�U�N���O�L�Y���O�L�Y�L���[�V���[�L�S�S���O�L�Y���Z�[�V�Y� �̀����0���L�U�]�P�Z�P�V�U�L�K��
people and organizations coming together to 
�S�P�Z�[�L�U���[�V���[�O�L���9�`�H�U���>�O�P�[�L���:�[�V�Y� �̀����(�M�[�L�Y���T�V�U�[�O�Z���V�M��
�W�S�H�U�U�P�U�N�����>�V�Y�S�K���(�0�+�:���+�H�`���+�L�[�Y�V�P�[���^�H�Z���I�V�Y�U���H�U�K��
�^�H�Z���[�O�L���S�H�Y�N�L�Z�[���J�V�S�S�H�I�V�Y�H�[�P�V�U���V�M���P�[�Z���R�P�U�K���M�V�Y���>�V�Y�S�K��
�(�0�+�:���+�H�`���L�]�L�Y���P�U���+�L�[�Y�V�P�[���H�Z���M�H�Y���H�Z���0�»�T���H�^�H�Y�L�����0��
remember taking the stage after Jeanne spoke 
�[�O�L���Ä�Y�Z�[���`�L�H�Y�����0���^�H�Z���Z�V���V�]�L�Y�J�V�T�L���^�P�[�O���L�T�V�[�P�V�U��
�0���J�V�\�S�K���O�H�Y�K�S�`���Z�W�L�H�R�����(�Z���0���S�V�V�R�L�K���V�\�[���P�U�[�V���[�O�L��
crowd, I saw everyone on their feet and I knew 
�P�U�Z�[�H�U�[�S�`���[�O�H�[���^�L���O�H�K���T�H�K�L���H���K�P�\�L�Y�L�U�J�L��

�0�[�»�Z���U�V�[���Q�\�Z�[���T�L�����,�]�L�Y�`���[�P�T�L���1�L�H�U�U�L���Z�W�L�H�R�Z���Z�O�L��
captivates and inspires people, young and old, 
�M�H�T�P�S�P�H�Y���H�U�K���\�U�M�H�T�P�S�P�H�Y���^�P�[�O���O�L�Y���Z�[�V�Y� �̀����0�»�]�L���I�L�L�U��
�^�P�[�O���1�L�H�U�U�L���T�H�U�`���[�P�T�L�Z���^�O�L�U���Z�O�L���Z�W�L�H�R�Z�����6�U�L��
�V�M���T�`���M�H�]�V�Y�P�[�L���[�O�P�U�N�Z���[�V���K�V���P�Z���[�V���Z�[�H�U�K���V�\���[�V���[�O�L��
side and watch and listen to people approach her 
�H�M�[�L�Y���Z�O�L���P�Z���Ä�U�P�Z�O�L�K�����7�L�V�W�S�L���M�Y�V�T���H�S�S���^�H�S�R�Z���V�M���S�P�M�L��
gather to thank her and to share their own stories 
�V�M���O�V�^���[�O�L�`���Y�L�S�H�[�L���[�V���O�L�Y���V�Y���9�`�H�U��

�>�L���S�V�Z�[���O�H�S�M���V�M���V�\�Y���O�L�T�V�W�O�P�S�P�H���J�V�T�T�\�U�P�[�`���[�V���/�0�=��
�(�0�+�:�·�L�U�[�P�Y�L���S�P�]�L�Z���Z�U�\�\�L�K���V�\�[���V�]�L�Y�U�P�N�O�[�����;�O�L�Y�L���P�Z��
not a movie we can make, a book we can write, 
a monument we can build, or a decade that can 
�W�H�Z�Z���[�O�H�[���^�P�S�S���L�]�L�Y���J�S�V�Z�L���[�O�H�[���J�O�H�W�[�L�Y���J�V�T�W�S�L�[�L�S� �̀���
�>�L���R�L�L�W���T�V�]�P�U�N���M�V�Y�^�H�Y�K���I�`���Z�L�[�[�P�U�N���H�Z�P�K�L���[�P�T�L��
�[�V���O�V�U�V�Y���[�O�V�Z�L���H�\�L�J�[�L�K�����[�V���U�L�]�L�Y���M�V�Y�N�L�[�����[�V���S�L�H�Y�U��

�H�U�K���N�Y�V�^���M�Y�V�T���P�[�����(�Z���Z�H�K���V�M���H���Z�[�V�Y�`���H�Z���[�O�P�Z���P�Z�����T�`��
�P�U�]�V�S�]�L�T�L�U�[���P�U���>�V�Y�S�K���(�0�+�:���+�H�`���P�Z���U�V�[���Z�H�K�·�P�[�»�Z��
�P�U�J�Y�L�K�P�I�S�`���Y�L�^�H�Y�K�P�U�N�����;�O�L���T�V�Y�L���0���W�\�[���P�U�[�V���P�[�����[�O�L��
�T�V�Y�L���0���N�L�[���V�\�[���V�M���P�[�����;�V�N�L�[�O�L�Y�����^�L���O�H�]�L���I�L�L�U��
able to honor our loved ones and carry on their 
�S�L�N�H�J�P�L�Z���I�`���^�V�Y�R�P�U�N���[�V���L�S�P�T�P�U�H�[�L���[�O�P�Z���K�P�Z�L�H�Z�L��

�,�H�J�O���`�L�H�Y���>�V�Y�S�K���(�0�+�:���+�H�`���+�L�[�Y�V�P�[���O�H�Z���N�Y�V�^�U����
The passion and dedication behind the people 
�P�U�]�V�S�]�L�K���P�Z���J�V�U�[�H�N�P�V�\�Z�����-�Y�V�T���O�P�N�O���Z�J�O�V�V�S��
students, to medical students, to partner 
organizations or American Idols—they walk 
�H�^�H�`���J�O�H�U�N�L�K���^�H�U�[�P�U�N���[�V���K�V���T�V�Y�L��

�>�L���O�H�]�L���J�V�T�L���Z�\�J�O���H���S�V�U�N���^�H� �̀����/�0�=���\�Z�L�K���[�V��
be a certain death sentence, but now people 
�^�P�[�O���/�0�=���J�H�U���O�H�]�L���H���U�V�Y�T�H�S���S�P�M�L���L�_�W�L�J�[�H�U�J� �̀���
�>�L���O�H�]�L���H�S�S���[�O�L���[�V�V�S�Z���^�L���U�L�L�K���[�V���L�U�K���/�0�=���H�U�K��
�(�0�+�:�����>�L���H�Y�L���N�L�[�[�P�U�N���J�S�V�Z�L�Y���H�U�K���J�S�V�Z�L�Y���[�V���H��
�]�H�J�J�P�U�L���V�Y���J�\�Y�L�����<�U�[�P�S���[�O�L�U�����/�0�=���P�Z���W�Y�L�]�L�U�[�H�I�S�L����
For people who are HIV positive, just being on 
HIV medication can decrease the chances of 
�[�Y�H�U�Z�T�P�[�[�P�U�N���[�O�L���]�P�Y�\�Z���I�`��� ���������;�O�L�Y�L���P�Z���H���W�P�S�S���[�O�H�[��
HIV-negative people can take to reduce their 
�J�O�H�U�J�L�Z���V�M���J�V�U�[�Y�H�J�[�P�U�N���[�O�L���]�P�Y�\�Z���I�`��� � ����

�>�O�H�[���J�H�U���`�V�\���K�V�& ���:�[�H�U�K���^�P�[�O���\�Z���V�U���>�V�Y�S�K��
�(�0�+�:���+�H� �̀����V�Y���H�U�`���K�H� �̀����:�O�H�Y�L���Z�[�V�Y�P�L�Z���H�U�K��
�Y�L�T�L�T�I�L�Y���[�O�V�Z�L���U�V���S�V�U�N�L�Y���^�P�[�O���\�Z�����:�W�L�H�R��
�V�\�[���H�I�V�\�[���^�O�H�[���/�0�=���P�Z���[�V�K�H� �̀����.�L�[���[�L�Z�[�L�K�����.�L�[��
�[�Y�L�H�[�L�K���P�M���`�V�\���H�Y�L���/�0�=���W�V�Z�P�[�P�]�L�����/�L�S�W���L�U�K���Z�[�P�N�T�H��
by educating yourself and treating others with 
�J�V�T�W�H�Z�Z�P�V�U���H�U�K���\�U�K�L�Y�Z�[�H�U�K�P�U�N��

Chris, Andy, Ryan, Dustin, Nate, Dan, Paul, Todd, 
Danforth, Louie, Michael, Tim, Greg… and all 
�[�O�V�Z�L���[�O�H�[���S�P�]�L�K���^�P�[�O���/�0�=���(�0�+�:���H�U�K���H�Y�L���U�V���S�V�U�N�L�Y��
with us, we love you, we remember you, and we 
�^�V�Y�R���M�V�Y���H�U���(�0�+�:���M�Y�L�L���N�L�U�L�Y�H�[�P�V�U���P�U���O�V�U�V�Y���V�M���`�V�\��

For information, contact
Maxwell Cameron
Executive Director

248.227.7079

mcameron@
worldaidsdaydetroit.com

worldaidsdayus.org

World AIDS 
Day Detroit
December 1, 2015

Thank you 
World AIDS Day Detroit 
would like to thank all of our 
sponsors, volunteers, and 
partner organizations for 
their steadfast support of 
this important event!   

2015 Sponsors: 
The Hemophilia Foundation 
of Michigan, The National 
Hemophilia Foundation,
Cascade, Walgreens, 
Wayne State University 
School of Medicine, 
Motivus Healthcare, 
Gilead, Biogen, BioRX, 
Broadway Cares, 
Color Me Rad, Janssen 
Pharmaceuticals, Viiv, 
Fox 2 News Detroit, 
Between the Lines, 
Professional Med Center
and 98.7 AMP Radio.

5th Annual World AIDS Day Detroit event
Phil Kucab, MD, Founder and President, World AIDS Day Detroit

facebook.com/worldaidsdaydetroit
twitter.com/World AIDSDayUS 
instagram.com/worldaidsday

World AIDS Day continued on page 27

A: HFM’s Executive Director, Sue Lerch with World AIDS Day Detroit Founder and President, Phil Kucab; B: Jeanne White-Ginder 
sharing her son Ryan White’s story during the World AIDS Day symposium; C: Kathleen Gerus-Darbison and Bill Darbison; 
D: After her talk, Jeanne White-Ginder listens to people lined up to say hello or share their story.
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Susan Fenters Lerch 
“I’ve been involved with World 
AIDS Day Detroit (WADD) since its 
inception in 2011 because I believe 
deeply that we cannot forget the 
devastation of AIDS on so many 
extraordinary lives.  Beautiful people 
from our hemophilia community 
were lost to us. During my �rst years 
with HFM in the 1980s through mid-
‘90s, we were in the midst of the AIDS 
crisis.  My heart was broken by the 
tremendous losses felt by so many 
people I knew so well. Beyond HFM 
we worked closely and collaboratively 
with other affected communities and I 
met so many wonderful people across 
Michigan and the country.  It was 
tremendously painful yet actually 
a privilege to be able to be there for 
individuals and loved ones when so 
many were fearful or uneducated 
about AIDS.  I believe it remains quite 
important to remember the history of 
AIDS while also working toward an 
AIDS-free generation which is now 
truly within reach. WADD provides 
an important touchstone for so many 
who continue to be impacted by AIDS 
or are working to eradicate the virus 
in our lifetime.”

Melinda Doolittle
“I love what I do for a living, but I 
love it even more when I get to be a 
part of something so much bigger 
than me! Being a small part of the 
amazing effort behind World AIDS 
Day and the huge difference it makes, 
is such an honor.  I do this for my 
friend, Missy, who is HIV positive and 
living her life to the fullest... and for 
so many others just like her!”

Antonio Jenkins
“For me it’s about showing respect to 
those in the hemophilia community 
who passed away and fought the long 
hard battle of HIV/AIDS.” 

Michelle Leona Cecil 
“The reason why events like WADD 
are so essential is that they raise 
awareness and they help to erase 
stigma. They bring together people 
affected by this terrible illness as 
well as students, allies and so many 
others to create connections and have 
conversations about how the disease 
can be destigmatized and how we 
can support one another. WADD is an 
amazing example of how people and 
organizations coming together under 
a united cause can change the world 
for the better.”

Shane Bitney Crone
“Taking part in World AIDS Day 
was one of the most inspiring 
and rewarding experiences of 
my life. From the deeply moving 
performances of the American Idol 
stars, to the heart-wrenching stories 
from those who have lost loved ones to 
the disease, to the heroic HIV-positive 
individuals who bravely advocate to 
end this epidemic, I was inspired and 
touched by it all. World AIDS Day is a 
chance to celebrate the progress that 
has been made, to honor those we’ve 
lost, and to give people a chance to 
speak out. This event also helped me 
remember that we must treat every 
day as World AIDS Day in order to 
erase the stigma surrounding the 
disease and to help save lives.”

Kathleen Gerus-Darbison 
“There are many feelings that come 
over me in regards to World AIDS 
Day. The �rst I suppose is how lucky 
I am that I’m still alive. I became 
infected in 1984 when there wasn’t a 
lot known about HIV and there were 
no therapies available. It was a pure 
and simple death sentence. I watched 
so many people die from this disease 
within the hemophilia community 
and amongst other friends and family 
members. My late husband died in 
1992 at the age of 33. My daughter 
was only eight years old and these 
are the only memories she has of him. 
Fast forward to 2015 and our event 
December 1st. There’s a world of 
difference from then until now. We are 
now speaking of getting rid of AIDS, 
not just treating it. I never thought I 
would live to see this day. 

When I was downtown the other day, 
the overwhelming feeling I had was 
love. I was surrounded by people that 
I’ve known for years who are still 
�ghting the �ght. I got so many hugs 
and kisses that I thought I would �oat 
off of the �oor. How blessed I am to 
have so many wonderful people in my 
life. But then I see the quilt and the 
Stitches Dolls and I am reminded of 
all the people who have died. So my 
feelings are always bittersweet. I am 
happy that we have something like 
World AIDS Day to remind people 
that this is still a huge problem. And 
to remember all those who are no 
longer here. 

I suppose when all is said and done 
the best way I can describe my 
feeling is gratitude with a capital 
G. I was diagnosed at age 27 and 
given 18 months to live. This coming 
Monday I will be turning 58 years 

old. I am grateful for so many things. 
My beautiful daughter who I got 
to see graduate and get married. 
I’m grateful that I have always had 
support from my family. And for the 
past 17 years that I’ve been married 
to my husband Bill; I am beyond 
grateful for his love and support. I 
know that I would not have made it 
this far without all of those things.”

Devin Velez 
“Where do I even begin? It’s such a 
humbling experience to be able to 
participate in such a great show for 
such a great cause. I’m not one to 
know much about anything, but I 
know what love is and I know how 
to love. I know how to smile, and 
I know how to encourage. I loved 
being able to not only give that, 
but receive that from the team that 
worked so hard to put this event 
together. Every year, I learn more 
and more, and I meet someone that 
impacts me forever. This year I met 
a woman who had gone through a 
really rough few years due to having 
HIV, and still she glowed with joy and 
remained positive. She has another 
organization that helps young women 
with their recouping, and healing 
process, (mentally, emotionally and 
physically). She’s an educator at a 
university now, molding minds and 
in�uencing and informing young 
people about these realities in life. 
She also lost her husband due to HIV/
AIDS. But still she �ghts, she chooses 
happiness over the circumstance, and 
I loved being able to just give back 
with what I’ve been given. All that I 
have to give is me. It’s an honor to be 
a part of something this great, can’t 
wait to be back, hoping to do more, 
and get us to zero.” 
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What did attending World AIDS Day Detroit 2015 mean to you?

World AIDS Day continued from page 26

Dawn Bradley, Shane Bitney Crone, Rayvon Owen, Melinda Doolittle, Devin Velez, Jeanne White-Ginder, Phil Kucab, Kris Allen, Malaya and Theresa Monks 
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�<�W�J�V�T�P�U�N��
�,�]�L�U�[�Z

�^�^� �̂��O�M�T�P�J�O���V�Y�N
������������������������
Hemophilia Foundation of Michigan
1921 West Michigan Avenue
Ypsilanti, Michigan 48197

�)�H�]�H�Y�P�H�U���0�U�U���3�V�K�N�L 
1 Covered Bridge Lane
Frankenmuth, Michigan

Join us for this wonderful weekend and learn 
from top notch professionals in the bleeding 
�K�P�Z�V�Y�K�L�Y�Z���Ä�L�S�K�����W�H�Y�[�P�J�P�W�H�[�L���P�U���M�\�U���^�V�Y�R�Z�O�V�W�Z����
and connect with our amazing community. 

Over 500 people participated last year and 
we expect even more in 2016! 

�3�V�V�R���M�V�Y���T�V�Y�L���P�U�M�V�Y�T�H�[�P�V�U���P�U���L�H�Y�S�`������������

Save the date!

�0�U���V�Y�K�L�Y���[�V���I�L���L�S�P�N�P�I�S�L���M�V�Y���[�O�P�Z���W�Y�V�N�Y�H�T��
�`�V�\���T�\�Z�[���T�L�L�[���[�O�L���M�V�S�S�V�^�P�U�N���J�Y�P�[�L�Y�P�H�!
�‹�� �@�V�\���T�\�Z�[���O�H�]�L���H���I�S�L�L�K�P�U�N���K�P�Z�V�Y�K�L�Y���V�Y��
�� �I�L���H���Z�`�T�W�[�V�T�H�[�P�J���J�H�Y�Y�P�L�Y��
�‹�� �)�L���H���4�P�J�O�P�N�H�U���Y�L�Z�P�K�L�U�[��
�‹�� �/�H�]�L���U�V���K�L�U�[�H�S���P�U�Z�\�Y�H�U�J�L���V�Y���V�U�S�`���*�O�P�S�K�Y�L�U�»�Z
�� �:�W�L�J�P�H�S���/�L�H�S�[�O���*�H�Y�L���:�L�Y�]�P�J�L�Z����
�‹�� �0�M���`�V�\���O�H�]�L���4�L�K�P�J�H�P�K�����`�V�\���T�H�`���I�L���L�S�P�N�P�I�S�L���� ��
 for time-limited coverage based on special 
 circumstances – these exceptions are
 limited and determined on a case by case 
�� �I�H�Z�P�Z�����7�S�L�H�Z�L���J�H�S�S���\�Z���M�V�Y���T�V�Y�L���P�U�M�V�Y�T�H�[�P�V�U��

�@�V�\���H�Y�L���U�V�[���L�S�P�N�P�I�S�L���M�V�Y���[�O�P�Z���W�Y�V�N�Y�H�T�!
�‹�� �0�M���`�V�\���O�H�]�L���J�\�Y�Y�L�U�[���4�L�K�P�J�H�P�K���K�L�U�[�H�S���� �� ��
�� �J�V�]�L�Y�H�N�L�����\�U�S�L�Z�Z���[�O�L�Y�L���P�Z���H���Z�W�L�J�P�H�S��
 circumstance – these exceptions are 
 limited and determined on a case by 
�� �J�H�Z�L���I�H�Z�P�Z����
�‹�� �0�M���`�V�\���O�H�]�L���H�J�J�L�Z�Z���[�V���K�L�U�[�H�S���J�V�]�L�Y�H�N�L��
 through your employer or your spouses’ 
 employer, even in you choose not to 
 participate in that coverage, you are not 
�� �L�S�P�N�P�I�S�L���M�V�Y���J�V�]�L�Y�H�N�L���\�U�K�L�Y���[�O�P�Z���W�Y�V�N�Y�H�T����

Cascade/Hemophilia Foundation of Michigan  

DELTA DENTAL PROGRAM
�(�Y�L���`�V�\���\�U�P�U�Z�\�Y�L�K���V�Y���\�U�K�L�Y�P�U�Z�\�Y�L�K���^�P�[�O���`�V�\�Y���K�L�U�[�H�S���J�V�]�L�Y�H�N�L�&���0�M���`�V�\���H�Y�L�����^�L���T�H�`���I�L���H�I�S�L���[�V���O�L�S�W��

�+�L�J�L�T�I�L�Y����� ������������
�*�H�T�W���/�V�S�P�K�H�`���7�H�Y�[�`
���6�W�L�U���[�V���J�H�T�W���Z�[�H�M�M��
�H�U�K���J�H�T�W�L�Y�Z������
�������W�T
HFM Offices, Ypsilanti
For more information, contact 
twicks@hfmich.org

�+�L�J�L�T�I�L�Y������
H.I.R.E.D.
�:�L�S�M���H�K�]�V�J�H�[�P�U�N���H�U�K��
�L�T�W�S�V�`�T�L�U�[���Y�P�N�O�[�Z
���W�T���H�[���/�-�4
For more information, contact 
ngamber@hfmich.org

�(�W�Y�P�S������������������������
�:�W�Y�P�U�N�-�L�Z�[
Bavarian Inn Lodge
Frankenmuth, MI
pthomas@hfmich.org

�1�\�U�L����������������
�:�^�P�U�N�P�U�N���M�V�Y���:�T�P�S�L�Z��
�*�O�H�Y�P�[�`���.�V�S�M���6�\�[�P�U�N
Polo Fields Golf Course
Ypsilanti, MI
ghulswit@hfmich.org

�6�\�[�W�V�Z�[��
June 19-25 (14-16 yrs.)

�*�H�T�W���)�V�S�K���,�H�N�S�L
Session 1: July 10-14 
(6-10 yrs.)
Session 2: July 16-23
(11-13 yrs.)

�,�_�W�L�K�P�[�P�V�U
TBD (16 yrs. +)

�*�0�;���7�Y�V�N�Y�H�T 
TBD (16 yrs. +)

�(�\�N�\�Z�[������������������
�>�H�S�R�P�U�»���V�U���[�O�L���>�P�S�K���:�P�K�L
Detroit Zoo, Royal Oak, MI
ghulswit@hfmich.org

�6�J�[�V�I�L�Y����������������
�>�H�S�R�P�U�»���V�U���[�O�L���>�L�Z�[���:�P�K�L
Fifth Third Ballpark
Grand Rapids
More details to come.
jgunn@hfmich.org

�;�O�L���W�Y�V�N�Y�H�T���W�Y�L�T�P�\�T���J�V�Z�[���S�L�]�L�S�Z���H�Y�L�����������������������������������V�Y�������������W�L�Y���`�L�H�Y���I�H�Z�L�K�����V�U���`�V�\�Y���P�U�J�V�T�L����

�*�V�U�[�H�J�[���`�V�\�Y���/�;�*���:�V�J�P�H�S���>�V�Y�R�L�Y���M�V�Y���H�U���H�W�W�S�P�J�H�[�P�V�U���V�Y���J�V�U�[�H�J�[���2�H�`�S�H���4�J�4�H�Z�[�L�Y at 
�R�T�J�T�H�Z�[�L�Y�'�O�M�T�P�J�O���V�Y�N or ������������������������ ���[�V���Y�L�J�L�P�]�L���H�U���H�W�W�S�P�J�H�[�P�V�U�����0�M���`�V�\���O�H�]�L���L�S�P�N�P�I�P�S�P�[�`��
questions contact �3�P�Z�H���*�S�V�[�O�P�L�Y at �S�J�S�V�[�O�P�L�Y�'�O�M�T�P�J�O���V�Y�N or ��������� �������������� ��

HFM’S SPRINGFEST’16

�(�W�Y�P�S����������������������������������

NEW IDEAS 
�-�6�9����������
We’re excited to be 
presenting at least one 
program in �:�W�H�U�P�Z�O!

We’re experimenting with 
�¸�[�Y�H�J�R�Z���¹ where some 
sessions will follow a 
theme such as health 
and wellness.

We’re planning an 
�H�J�[�P�]�P�[�`���Z�W�L�J�P�M�P�J�H�S�S�`���M�V�Y��
�V�\�Y���`�V�\�U�N���H�K�\�S�[�Z!

Please join us for this special
weekend filled with a 
multitude of �V�W�W�V�Y�[�\�U�P�[�P�L�Z��
�H�S�S���K�L�Z�P�N�U�L�K���[�V���Z�\�W�W�V�Y�[ 
the men, women and 
children in our bleeding 
disorders community.
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