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We would like to thank our sponsors for their 

generous contributions that made this meeting possible. 
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The Bloom Syndrome Association also extends our heartfelt gratitude  
to all the donors whose generous contributions have made the  

Blossoming Hope conference possible. Your support is instrumental 
 in fostering collaboration, innovation, and progress  

within the Bloom syndrome community.  
Thank you for your unwavering commitment and dedication. 

 
 
 
Dear Friends, 
 
Welcome to the Blossoming Hope Patient & Family Conference. 
 
Whether you have traveled from around the corner or around the world, thank you for 
being here. Your presence reminds us that while the Bloom syndrome community may 
be small, it is truly global—and that together, we are stronger than any one of us could 
ever be alone. 
 
The idea that We Can’t Bloom Without the Light, is a reflection of our community. 
The light comes from many places: the courage of individuals living with Bloom 
syndrome, the love of families and caregivers, the dedication of researchers and 
clinicians, the generosity of donors, and the commitment of volunteers. Together, we 
illuminate the path forward and make hope possible. 
 
As a Board, we recently completed a strategic planning process that challenged us to 
think boldly about the future of our organization and the community we serve. That 
future is rooted in expanding support for families, accelerating research, strengthening 
global connections, and ensuring that every person affected by Bloom syndrome has 
the opportunity to thrive. This conference is an important step on that journey. 
 
Over the next few days, I encourage you to learn, ask questions, share your stories, 
and build connections. The knowledge exchanged here and the relationships formed 
this weekend will continue to strengthen our community long after we all return home. 
 
Thank you to our families, speakers, researchers, sponsors, volunteers, and staff for 
making this inaugural conference possible. Together, we are creating a future filled with 
greater understanding, stronger connections, and even more reasons to hope. 
 
Welcome to Blossoming Hope. Thank you for being part of the shining light that 
helps our community bloom. 
 
With gratitude, 
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Mary Treder 
Board Chair 
Bloom Syndrome Association 
 

DAILY SCHEDULE AT A GLANCE 

Unless otherwise noted, all sessions will be held in the Regatta Room 

 

 
5:00 PM – 7:00 PM: Conference Check-In, Welcome Reception & Poster Session  

    [Marina Garden] 
Vote for your favorite poster, using the QR Codes 

 
5:00 PM – 7:00 PM: Childcare/Kids’ Activities Provider Meet & Greet  

   [Marina Room / Private Dining Room] 

If you have a child participating in the child care or kids’ activities, 
stop by, see the space, and say hello to our providers! 

 
 

 
[Note: Researchers & Clinicians will be off-site at the Bloom-Rx.  

Bloom-Rx participants should walk or rideshare to the Bloom-Rx venue.] 
 
7:30 AM - 8:30 AM: Conference Check-In and Welcome Breakfast  
 
8:00 AM – 12:00 PM:  Childcare and Kids’ Activities   

       [Marina Room / Private Dining Room] 
 
8:30 AM – 10:00 AM: Conference Opening Session  

• Updates from the BSA   
• Bloom Syndrome Today: What Families Should Know   
• Icebreakers   

 
10:00 AM – 10:15 AM:  Break  
 
10:15 AM – 11:00 AM: Mental Health & Rare Disease:  

        How We Cope, Heal & Support Each Other  
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11:00 AM – 11:45 AM: Managing Life with Bloom Syndrome  
 
11:45 AM – 12:00 PM: Break and Group Photo [Marina Garden]  
 
12:00 PM – 1:00 PM:  Buffet Lunch [Marina Garden]  
 
 
1:00 PM – 4:00 PM: Childcare and Kids’ Activities  

 [Marina Room / Private Dining Room] 
 
1:00 PM – 2:00 PM: Discussion and Presentation: The Emotional Impacts of the 
Diagnostic Journey  
 
2:15 PM – 3:00 PM: Panel and Presentation: How Emotional Regulation Impacts Your 
Ability to Advocate  
 
3:15 PM – 4:00 PM: Peer Support Groups: How to Build the Community You Need  
 
4:00 PM – 5:00 PM: BSA Olympics [Private Dining Room] 
 
4:00 PM – 6:00 PM:  Free Time  
 
6:00 PM – 8:00 PM:  Dinner [Marina Garden]  

• Announcements of: BSA Seed Grant Awardees   
• Poster Competition Awardees 
• Bloom Medal Recipients  

 
8:00 PM – 10:00PM: Young Adult Outing (21+) @ The Warehouse Restaurant 

 

Childcare and Kids’ Activities  

Breakfast  

Welcome Back: Why Sunday Matters

Keynote Address: Psychosocial Research & the Lived Experience 
of Individuals with DNA Repair Disorders   

Understanding Bloom Syndrome: From Care to Cells   
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BSA Research Strategy Update: What We Are Building, Why, 
and How to Get Involved 
 

Emerging Therapies: What’s on the Horizon?  
 

Break  

Patient and Family Priorities: Driving Research Forward  
 

Conference Closing  

Lunch  
 

Afternoon Activities (Optional)  

SATURDAY, August 1st  
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Conference Opening  

         (8:30 AM – 10:00 AM) 
 

• Speakers: Ben Wilson, Mary Treder, Vivian Chang, M.D., M.S., & Julie Wells 
 

Kick off the conference by connecting with the Bloom syndrome community and setting 

the stage for the weekend ahead. Following a warm welcome, Give an Hour will 

introduce the conference's mental health and wellness theme, highlighting why 

emotional well-being is an essential part of living with a rare disease and how these 

topics will be woven throughout the conference. 

The opening session will also include updates from the Bloom Syndrome Association, an 

overview of the current state of Bloom syndrome and what families should know today, 

and interactive icebreakers designed to help attendees get to know one another and 

begin building meaningful connections. 

 

Mental Health & Rare Disease: How We Cope, Heal & Support Each Other  
        (10:15 AM – 11:00 AM) 

• Speaker: Julie Wells 

Living with a rare disease affects both emotional and physical well-being. This session 

will explore the mental health impacts of the rare disease journey, including the trauma, 

uncertainty, and unique challenges many individuals and families experience. 

Participants will learn practical strategies for supporting their own well-being, 

recognizing signs of emotional distress in themselves and others, and fostering 

resilience through peer support and wellness planning. Together, we'll discuss how 

communities can build compassionate, informed systems of care that center the lived 

experiences of individuals with rare diseases and their care partners, empowering 

everyone to access the support they need. 

Managing Life with Bloom Syndrome  

       (11:00 AM – 11:45 AM) 

• Moderator: Julie Wells  

• Panelists: Rachel Rosenthall, Victoria Warren, Zak Rodgers & Bradley Schutt 

Join Give an Hour for a thoughtful panel discussion featuring both young adults and 

older adults living with Bloom syndrome. Panelists will share their personal experiences, 

discussing the unique pressures, challenges, and emotional realities they have faced 

throughout different stages of life. 
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Through honest conversation, they will explore the strategies, mindsets, and support 

systems that have helped them navigate the emotional journey of living with a rare 

disease. Attendees will leave with practical insights, encouragement, and ideas for 

fostering resilience, connection, and overall well-being. 

 

The Emotional Impacts of the Diagnostic Journey 

 (1:00 PM – 2:00 PM) 

• Speaker: Julie Wells 

Receiving a diagnosis of Bloom syndrome—or living for years without one—can have 

lasting emotional effects. This interactive session combines a presentation with guided 

group discussion to explore the psychological impact of the diagnostic journey and the 

uncertainty that often accompanies it. 

Together, we'll discuss how the diagnostic experience can contribute to trauma 

responses, how previous life experiences shape the way individuals process and cope 

with a diagnosis, and how these experiences influence self-advocacy and resilience. 

Whether you are living with Bloom syndrome, supporting a loved one, or caring for 

patients, this session offers an opportunity to better understand the emotional aspects 

of diagnosis and connect through shared experiences. 

 

How Emotional Regulation Impacts Your Ability to Advocate 

 (2:15 PM – 3:00 PM) 

• Moderator: Kaitlin Maud, LPC Associate, ATR-P® 

• Panelists: Mary Treder, Rachel Rosenthal, Bradley Schutt and Victoria Warren 
 

Effective self-advocacy often begins with understanding how we respond to stress, 

uncertainty, and crisis. In this panel discussion, patients and caregivers will explore the 

different ways people are "wired" to navigate challenging situations and how greater 

awareness of these responses can lead to more effective communication and advocacy. 

Through personal stories and practical examples, panelists will share how they adapted 

their approaches when working with healthcare providers, educators, employers, and 

others to achieve better outcomes. Attendees will gain valuable insights and strategies 

for advocating with confidence while maintaining emotional well-being. 
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Peer Support Groups: How to Build the Community You Need   

(3:15 PM – 4:00 PM) 

 
Groups to choose from: 

• Newly diagnosed  
• Young adults and adolescents 
• Parents and grandparents  

 
Strong, supportive relationships play an essential role in emotional well-being, especially 
when navigating life with a rare disease. This interactive session will explore why 
community matters, what healthy and reciprocal support looks like, and how to cultivate 
meaningful connections that enrich daily life. 
 
Participants will have the opportunity to break into small discussion groups modeled 
after peer support communities, creating space to share experiences, exchange ideas, 
and connect with others who understand the unique challenges of the Bloom syndrome 
journey. 
 
 
BSA Olympics  

 (4:00 PM – 5:00 PM) 

With the Olympic and Paralympic Games coming to Los Angeles in 2028, we're bringing 

a little Olympic magic to Blossoming Hope! The Blooms Olympics is a fun and inclusive 

opportunity for children and teens to connect, play, and celebrate being part of the 

Bloom Syndrome community. 

Inspired by both the Olympic and Paralympic movements, our activities are designed 

with inclusion and accessibility at their core so that participants of all ages, abilities, and 

physical capabilities can fully participate and succeed. Kids will kick things off by 

creating their own Olympic torches in the Kids' Activities Room earlier that day before 

participating in a mini torch relay and a variety of Olympic-inspired games and 

challenges. 

Every participant will receive special LA28-sponsored prizes, because at the Bloom 

Olympics, everyone is a champion! 

  

SUNDAY, August 2nd  

 

Welcome Back: Why Sunday Matters  
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(8:30 AM – 8:35 AM) 

• Speakers: Ben Wilson & Mary Beth Campbell 

Sunday brings families, clinicians, and researchers together to connect the lived 

experience of Bloom syndrome with the science discussed at yesterday’s parallel Bloom 

Research Exchange (“BloomRx”). This welcome will introduce the morning’s goals and 

explain how community priorities will guide BSA’s next patient-centered research 

strategy. 

 
Keynote Address: Psychosocial Research and the Lived Experience of  
Individuals with DNA Repair Disorders  

(8:35 AM – 8:50 AM) 

• Speaker: Kathleen Bogart 

Health is shaped by more than medical symptoms. This talk will explore how living with 
Bloom syndrome and other DNA repair disorders can affect emotional well-being, 
relationships, education, work, and daily life—and why these experiences deserve 
focused research and support. 

 



2026 BLOOM SYNDROME PATIENT & FAMILY CONFERENCE 

   
 

 

Understanding Bloom Syndrome: From Care to Cells   

(8:50 AM – 9:30 AM) 

• Speakers: Ramsay Bowden, Mary Beth Campbell, Roger Greenberg, Kristina 

Schmidt, Other Members of the Research Council 

What does the BLM gene normally do, and what happens when it does not work as 
expected? This session will explain how researchers use patient cells and other 
laboratory models to study Bloom syndrome, understand cancer and other health risks, 
and take the first steps towards improving care and testing possible treatments. 

 
What We Are Building and How to Get 

Involved 

(9:30 AM–10:00 AM) 
 

• Speakers: Chris Brünger, Mary Beth Campbell, Paula Hesch, Other Members of 

the Research Council 

Learn how BSA is building the foundation needed for better care, stronger research, 
and future treatments. Speakers will introduce the International Bloom Syndrome 
Registry, tumor board, biobanking, Centers of Excellence, family handbook, seed 
grants, and the evolving patient-centered research strategy. Families will also hear 
about clear, voluntary ways to participate based on their interests and comfort. 

 

(10:00 AM–10:30 AM) 
 

• Speakers: Vivian Chang, Agnieszka Czechowicz, Yves Pommier, Other Members 

of the Research Council  

Researchers are exploring several possible paths toward treating Bloom syndrome, 
including gene therapy and editing, approaches that act on RNA, new medicines, and 
new uses for existing medicines. This session will explain these ideas in everyday 
language, identify what is promising and uncertain, and describe the research, safety 
checks, and community preparation needed before clinical trials could begin. 
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Patient and Family Priorities: Driving Research Forward 

(10:45 AM–11:45 AM) 

• Facilitator: Susan Zaslaw 

What questions matter most to people living with Bloom syndrome and their families? 
This interactive session will share themes from the pre-conference survey, conference 
priority voting, and weekend conversations, then invite participants to explore key 
concerns more deeply. The input gathered will help shape the next version of the BSA’s 
research strategy, grants, registry, tumor board, biobanking, Centers of Excellence, and 
educational resources. 

 

(11:45 AM–12:00 PM) 

 

• Speaker: Ben Wilson 

The closing session will reflect on the weekend’s most important themes and the 
commitments BSA will carry forward. It will also recognize the families, speakers, 
researchers, volunteers, and supporters whose experiences and expertise make this 
work possible, and invite feedback on the conference. 

Continue the conversation over lunch and visit any tables that interest you. Volunteers 
will be available to answer questions about the registry, tumor board, biobanking, 
family handbook, seed grants, research strategy, and other ways to stay involved. 

 

 
Head to the pool at the hotel, over to Fisherman’s Village for some shopping a short 
walk away, or over to Mother’s Beach or Venice Beach to enjoy the warm afternoon in 
Los Angeles!
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Ramsay Bowden, MRCP, Ph.D. studied 
medicine at the University of Cambridge and went 
on to specialize in Clinical Genetics. Her interest in 

DNA repair was sparked by her PhD supervised by 
Professor Sir Steve Jackson. Returning to a clinical 
academic role at the University of Cambridge, Dr 
Bowden developed her own translational research 
programme focused on understanding genome 

instability in individuals with DNA repair disorders,  
particularly Bloom Syndrome, Fanconi Anaemia and 
Ataxia Telangiectasia. She works with the UK 
National Bloom Syndrome Clinical Service and is a 
member of the Bloom Syndrome Association 
Research Council. 

                                            
 
 
 

Chris Brünger, MD, German national, long-term 
resident in Japan, member of Japanese Bloom 
Syndrome family through my wife. BSA Japan 
coordinator. Internist (focus GI oncology, Essen 

University, Germany; Fujita Health University, 
Nagoya; Keio University, Tokyo) and 
pharmaceutical physician with international drug 
development experience in big Pharma (Schering 
AG, Pharmacia), consulting for Pharma/Biotech and 
for NPO Drugs for Neglected Diseases initiative, 
Geneva. 
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Mary Beth Campbell, PhD, has played an active 
role in advancing the organization's mission 

through leadership and committee service, and 
currently serves as a Research Executive for the 
BSA. 
 
In 2017, Mary Beth and her husband, Wes 

Campbell, organized a workshop focused on Bloom 
syndrome that brought together families and 
researchers. The group's work led to the 
publication of a paper outlining research priorities 
from the patient community's perspective. Mary 
Beth earned her PhD in Applied Physics from 
Harvard University, where she was a National 
Defense Science and Engineering Fellow. 
 
 

Vivian Y. Chang, MD, is a pediatric hematologist-
oncologist at UCLA Mattel Children's Hospital, 
where she established the first multidisciplinary 
genomics clinic for pediatric cancer predisposition 
in 2012. She specializes in caring for children with 
suspected or confirmed hereditary cancer 
predisposition syndromes. 
 
Her clinic integrates patient care with research, 
providing opportunities through biobanking, clinical 
trials, targeted therapies, advanced genomic 
sequencing, and improved surveillance strategies. 

Dr. Chang's laboratory research focuses on 
hematopoietic stem cell maintenance and 
regeneration, with the goal of improving bone 
marrow transplantation, reducing the side effects 
of chemotherapy and radiation, and preventing 

leukemia. 
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Agnieszka Czechowicz, M.D., Ph.D., an 
Assistant Professor of Pediatrics at Stanford 

University and a physician-scientist in hematology, 
oncology, and stem cell transplantation. Her 
research focuses on hematopoietic stem cell 
biology, gene therapy and gene editing, and the 
development of safer, more effective conditioning 

strategies for stem cell transplantation. Dr. 
Czechowicz’s work has pioneered antibody-based 
approaches to selectively deplete endogenous stem 
cells, enabling improved donor engraftment 
without traditional genotoxic conditioning. She 
leads translational efforts advancing cell and gene 
therapies for disorders such as Fanconi anemia and 
other bone marrow failure syndromes, bridging 
fundamental stem cell biology with clinical 
application. 
 
 

Roger Greenberg, M.D., Ph.D. is a Professor of 
Cancer Biology at the University of Pennsylvania 
and a leader in the study of DNA damage response 
and genome integrity. His research focuses on the 
molecular mechanisms of DNA repair - particularly 
homologous recombination and the roles of BRCA1 
and BRCA2 - and how defects in these pathways 
drive cancer development and influence therapeutic 
response. Dr. Greenberg’s work has helped define 
key aspects of the BRCA-centered tumor suppressor 

network and has contributed to new strategies for 
targeting DNA repair vulnerabilities in cancer. His 
laboratory integrates biochemistry, cell biology, and 
genetically engineered models to uncover 
mechanisms linking genome instability, cancer, and 

immune signaling. 
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Paula Hesch is a longstanding member of the 

Bloom syndrome community and the mother of 
Jason Hesch, who had Bloom syndrome and 
passed away in 2023. Paula has been leading an 
initiative with the BSA to gather insights and 
experiences from those who have battled Bloom 

syndrome cancers to better understand the 
challenges faced by those with cancer, help identify 
areas where support and resources are needed 
most, and develop a better understanding of 
successful Bloom syndrome cancer treatments. 
 
 
 
 
 

Kathleen Bogart, Ph.D is Professor of 
Psychology and Director of the Disability and Social 
Interaction Lab at Oregon State University. She is a 
social/health psychologist specializing in disability, 

ableism, and rare disorders such as facial paralysis. 
She is a Fellow of the Society for Personality and 
Social Psychology and the Society for Experimental 
Social Psychology. An advocate for people with 
rare disorders and disabilities, she has served on 
several boards including the American 
Psychological Association Committee on Disability 
Issues in Psychology and the Moebius Syndrome 

Foundation Scientific Advisory Board. Passionate 
about disability community-building, she is the co-
founder of the Disability Advocacy and Research 
Network (DARN) for psychologists who have 
and/orspecialize in disability, and she is the faculty 
advisor for OSU's Disabled Students Union.  
 
 
 

https://darndisability.org/
https://darndisability.org/
https://dsuatosu.wordpress.com/
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Kaitlin Maud LPC Associate, ATR-P® is an art 

therapist and founder of Maud and Moon, a 
counseling practice in Austin, Texas, where she 
supports adults navigating trauma, disability, 
chronic illness, and neurodivergence. 
Drawing from both her professional expertise and 

personal experience living with Narcolepsy Type 2, 
Kaitlin is passionate about fostering resilience 
through creativity, connection, and community 
within the rare disease space. She serves on Give 
an Hour's Rare Disease Advisory Board, is a judge 
for the EveryLife Foundation's Rare Artist Program, 
and will begin serving as the Bloom Syndrome 
Association's Peer Support Consultant this fall. 
Kaitlin is honored to moderate this year's Well-
Being Panel, helping facilitate meaningful 
conversations about mental health, connection, 
and thriving within the Bloom syndrome 
community. 
 
 
 

Yves Pommier, M.D., Ph.D., is a leader in DNA 
topoisomerase biology and biochemistry, and their 
cancer relevance. He revealed the interfacial 
inhibition paradigm based on molecular 
mechanisms of topoisomerase inhibitors, and 
championed its broad relevance for molecular 

pharmacology and drug discovery. He discovered 
the indenoisoquinolines as novel Top1 inhibitors, 
which were in clinical development, and the 
mitochondrial topoisomerase gene, TOP1mt. To 
understand the determinants of response to 
topoisomerase inhibitors, he studied the repair 
pathway centered on tyrosyl-DNA-
phosphodiesterases (TDP1 and TDP2) and 
poly(ADP-ribose) polymerases (PARP). 
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As Chief, Dr. Pommier oversaw the Branch’s 

clinical/translational research program, which 
emphasized new approaches to cancer treatments 
targeting DNA, epigenetic and chromatin, and 
connected biomarkers. 
 

 
 

Zach Rogers is a Robotics Service Engineer for 
Myriad Genetics and lives in Salt Lake City, Utah, 
with his wife, Becki. The couple has been married 
for eight years and shares their home with two 
cats, Graycie and Draco. 
Zach enjoys combining creativity and technology 
through 3D design and printing. His other hobbies 
include cooking, reading, listening to music, playing 
video games, and spending time with family. He is 
also the proud owner of his dream car—a blue  
MINI Cooper Oxford Edition. 
 

 
 

Rachel Rosenthal is a graduate student in the 
Child Life Program at the University of Minnesota 
and works at a dual-diagnosis treatment center 
specializing in behavioral health and substance use 
disorders. 
Originally from Minneapolis, Rachel enjoys 

spending time with family and friends, practicing 
yoga and Pilates, and hopes to adopt a dog after 
completing graduate school. She is passionate 
about supporting others and sharing her 
experiences as a member of the Bloom syndrome 

community. 
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 Kristina Schmidt, Ph.D. is a Professor of 

Molecular Biosciences at the University of South 
Florida whose research focuses on the mechanisms 
that preserve genome integrity. Her work centers 
on DNA replication, recombination, and repair, with 
particular emphasis on the Bloom syndrome 

helicase (BLM) and its role in preventing 
chromosomal instability and cancer. Dr. Schmidt’s 
laboratory uses a combination of human cell 
systems and model organisms, 
including Saccharomyces cerevisiae, to dissect how  
defects in DNA maintenance pathways lead to 
genome instability and disease. Her research aims 
to elucidate the molecular functions and 
interactions of BLM and related pathways, 
advancing understanding of Bloom syndrome and 
broader mechanisms of cancer susceptibility. 
 
 

Bradley Schutt is a 26-year-old actor, Stage IV 
cancer survivor, and member of the Bloom 
syndrome community. He was diagnosed with 
Bloom syndrome at age 21 following a successful 
battle with Stage IV cancer, septic shock, and 
numerous other medical complications. 
Bradley brings a unique firsthand perspective on 
living with Bloom syndrome and the challenges 
that accompany this rare genetic condition. By 

sharing his experiences, he hopes to encourage 
others in the Bloom syndrome community while 
helping patients, families, researchers, and 
healthcare professionals better understand life with 
the condition. 
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 Mary Treder, MS, is a longtime advocate for the 
Bloom syndrome community and currently serves 

as the chair of the Bloom Syndrome Association 
Board of Directors. She lives in Buckeye, Arizona, 
and is the proud grandmother of a child with 
Bloom syndrome. 
Before retiring, Mary built a diverse career that 

included software project management at Northrop 
Grumman and serving as a senior data analyst at 
Cigna. Since retirement, she has devoted her time 
to nonprofit leadership and supporting families 
affected by Bloom syndrome. She lives by the 
words of Mahatma Gandhi: "The best way to find 
yourself is to lose yourself in the service of others." 
 
 
 
 
 

Victoria Warren was diagnosed with Bloom 
syndrome at 15 months of age and is now 37 years 
old. Aside from successfully treating basal cell 
carcinoma, she has never had cancer. Victoria and 
her husband, Dann, have been married for 14 
years and live in northern Kentucky. She serves as 
the Ministry Coordinator for the local chapter of 
Child Evangelism Fellowship, where she supports 
children and families throughout an 11-county 
region. She enjoys sharing her perspective on 

living a full and meaningful life with Bloom 
syndrome. 

 

Julie Wells has more than 32 years of experience 
in the nonprofit sector, focusing on community-

based initiatives that expand access and 
opportunity for marginalized populations. In 2023, 
she joined Give an Hour as Director of Strategic 
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Relationships, where she travels nationwide 
providing mental health training and education for 

military members, rare disease communities, crime 
survivors, and other organizations. 
 
Julie has a personal connection to the rare disease 
community through her family's experience with a 

rare genetic heart condition that affects her sister, 
nieces, and nephew. She is also a caregiver for her 
partner and serves as a peer support facilitator for 
caregivers and leaders within rare disease 
organizations. 

 
 
 

Ben Wilson (Conference Emcee) is a dedicated 
parent advocate and serves on the Board of 
Directors for the Bloom Syndrome Association. 
Following his family's diagnosis with Bloom 
syndrome, Ben became passionate about 
connecting families, raising awareness, and 

advancing research for this ultra-rare genetic 
disorder. 
                                                                        
As a leader within the Bloom Syndrome 
Association, Ben has helped strengthen the 
organization's community through family 
engagement, educational initiatives, fundraising 
efforts, and advocacy. He is committed to ensuring 

that patients and caregivers have a voice in 
shaping research priorities, improving access to 
care, and building meaningful partnerships with 
clinicians, researchers, industry, and policymakers. 
 
Ben is a frequent speaker on the power of 
grassroots advocacy and the critical role patient 
communities play in accelerating rare disease 
research and innovation. He believes that 
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meaningful progress begins with authentic 
relationships and collaboration, and he is 

passionate about empowering families to become 
advocates for change. 
 

Susan Zaslaw and her husband, Paul, live in New 

Hampshire (US) and have a daughter with Bloom 
syndrome who was diagnosed just shortly before 
her first birthday, in 2005. After attending a Bloom 
syndrome conference in 2008, where they met 
other Bloom syndrome families for the first time, 

Susan and Paul founded the Bloom Syndrome 
Association (BSA) as a nonprofit organization in 
2012, and launched the BSA website in 2014 to 
provide an online resource for the Bloom syndrome 
community to find information and support. 
 
Susan earned her BA in Liberal Studies at Norwich 
University in Vermont (US) and currently works at 
Princeton University in New Jersey (US) as an IT 
consultant. Her professional background is in 
strategic planning and IT project management. In 
her spare time, she enjoys outdoor activities, 
especially hiking and camping with her family 

 
 

 

 
 

BSA LEADERSHIP 
 
 

Board of Directors 
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Mary Treder, Chair 
Tanja Obermeir, Vice Chair 

Ben Wilson, Secretary 
Jim Rogers, Treasurer 

Candice Bourke, General Member 
Eugen Sarbu, General Member 

Victoria Warren, General Member 
 

 

Research Council Term 1 Members 

 
Candice Bourke 

Ramsay Bowden, MRCP, PhD 

Chris Brünger, MD (co-chair) 
Mary Beth Campbell, PhD (co-chair) 

Vivian Chang, MD 
Richarda de Voer, PhD 

Shehla Mohammed, MD, FRCP 
Henri van den Hurk 

Victoria Warren 
Lorne Yasbin, DMD 

Melanie Yasbin 
Susan Zaslaw 

 
 

  

Conferences & Events Committee 

Kelly Adolph 

Mary Beth Campbell 
Sylvia Campbell 

Dana Hesch 
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Erin Hesch 
Christine Novak Micka 

Ellen Morgan 
Eileen Rosenthal (committee chair) 

Alisa Wilson 
Ben Wilson 

Carol Wilson 
Alison Yazer 

 

 
 
 
 
 


