
50 YEARS
OF PROGRESS

Celebrating



Honoring Our Legacy

Through our Pathways and Family Support 
programs, we reached hundreds of families 
with direct assistance at critical moments—at 
diagnosis, during extended hospital stays, and 
through the many challenges throughout their 
journeys. We provided more than $130,000 in 
family support services, including medical travel 
assistance, adaptive equipment, educational 
scholarships, and bereavement support. Our 
dedicated social work team visited families in their 
homes, building trust and delivering care where it 
was needed most.

Through our Crossing Paths Program, we 
explored new ways to engage with families. This 
transformative outreach program bridges the 
gap in access to education, clinical studies, and 
support services for families in underserved 
communities. Recognizing that geography and 
socioeconomic status should never be barriers 
to care, this initiative directly brings vital 
resources to those needing them most. Also in 
2024, the Crossing Paths Program expanded 
its reach into six cities across the country. The 
program increased partnerships with local health 
providers, community centers, and rare disease 
networks, empowering families with knowledge 
and ensuring early engagement with care teams. 
This growing program reaffirms the Society’s 
deep commitment to life-changing access for all 
individuals affected by MPS and ML.

We awarded more than $450,000 in research 
funding, domestically and internationally, 
to support innovative studies that accelerate 
treatments and deepen our understanding of 
MPS and ML. Since 2000, we have awarded 
more than $24 million in research. In 2024, we 
launched new initiatives to support emerging 
science in assay development, gene editing, and 
newborn screening. In addition, we implemented 
a Challenge Grants program, awarding $500,000 
to fund critical research identified in unmet needs. 
Our partnerships with researchers and biotech 

As we mark the 50th anniversary of the National MPS Society, we reflect on an extraordinary 
year of impact, growth, and momentum. Since 1974, our community has stood together with 
unwavering resolve—fighting for families, driving innovation, and advocating for our members. In 
2024, we honored that legacy by expanding our reach across every pillar of our mission: family support; 
research, advocacy, and education; and purpose, compassion, and vision.

companies continue to shape the future of rare 
disease treatment.

In 2024, the National MPS Society collaborated 
with sister MPS organizations and industry 
partners to meet with the Reagan-Udall 
Foundation and advance the development and 
regulatory acceptance of meaningful biomarkers 
for MPS and ML disorders. Through stakeholder 
engagement, scientific roundtables, and expert 
consultations, the Society contributed critical 
patient-centered perspectives and helped identify 
pathways to accelerate biomarker qualification 
with the FDA. These efforts culminated in a 
comprehensive report outlining current gaps, 
regulatory needs, and strategic recommendations 
to move the field forward. As a result, the Society 
strengthened its role as a leader and trusted 
partner in shaping rare disease policy and laid 
essential groundwork for future therapeutic 
advancements that rely on validated, measurable 
endpoints to demonstrate meaningful clinical 
benefit.

We made our voice heard on Capitol Hill and 
in statehouses across the country. With your 
support, the Society championed legislation 
to strengthen newborn screening programs, 
advocated for NIH funding, and played a central 
role in elevating the Rare Disease Congressional 
Caucus. As we celebrate 50 years of service, we 
remain grounded in the values that have defined 
us from the beginning—compassion, integrity, and 
an unrelenting drive to make life better for those 
living with MPS and ML.

Thank you to our donors and families for 
believing in our mission, and for supporting the 
MPS and ML community. Together, we are not only 
honoring the past—we are building a future where 
no child is left without hope or support. Here’s to 
that critical momentum moving forward in 2025!

—  Terri Klein, president and CEO 
Steve Holland,  chairman, board of directors
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Fueling the Mission
FUNDRAISING HIGHLIGHTS

Fundraising efforts continued to provide support 
for our national walk/run events. Future efforts 
will concentrate on the upcoming gala in Boston, 
and strengthening our planned giving programs.

The Fundraising Committee also aimed to 
develop partnerships with new corporations 
and foundations to further fortify the long-term 
sustainability of the National MPS Society. We 
have partnered with the Gail Perry Group to lead 
our Capital Campaign and are incredibly excited 
about the potential this new initiative holds. 
Their expertise will be instrumental in cultivating 
strategic growth to advance our mission, and we 
look forward to the positive impact this campaign 
will have on the future of the National MPS Society.

Donors remained a constant source of inspiration for the National MPS Society, helping surpass  
our $350,000 goal by raising an impressive $367,887 for the 2024 Annual Fund. These contributions 
are vital in supporting operational costs and overseeing the mission of the Society. 

2024 HIGHLIGHTS

•  Maintained four-star rating from Charity 
Navigator, representing sound fiscal management 
and commitment to accountability and 
transparency. This “exceptional” designation 
differentiates the National MPS Society from  
its peers and demonstrates that we are worthy  
of public trust.

•  Received 100% grade from Charity Navigator 
—the highest level of financial health, 
accountability, and transparency in  
its operations.

•  Supported an active membership roster of more 
than 2,750 members.

•  Hosted four national run events in Raleigh, NC; 
Long Beach, CA; Napa, CA; and Orlando, FL.

•  Raised $367,887 through the 2024 Annual Fund 
campaign, chaired by Carl Kapes.

•  Received Combined Federal Campaign 
application approval.

•  Raised $30,000 for MPS and ML research 
through the University of Pennsylvania’s Million 
Dollar Bike Ride fundraiser.

The FUNDRAISING COMMITTEE continues to 
create unique opportunities to share the journey 
of MPS and ML.

$367,887 
RAISED FOR THE  

2024 ANNUAL FUND

$350,000
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50 States for 50 Years 
5K hosted by National 
MPS Society 
Adam Brennan’s 
Birthday Party hosted 
by Mary Beth Brennan in 
honor of Adam Brennan
American Golf 
Foundation hosted 
by Hugo Vandermoer 
in honor of Michelle 
Hopkins
Aunt Joan’s Pearl City 
Popcorn Purple Bow 
Sales hosted by Wayne 
and Joan Eppehimer 
Avery’s Army T-shirt 
Fundraiser hosted by 
Madison Neuendorf 
in honor of Avery 
Neuendorf
Blood Drive hosted by 
Eric McGraw in memory 
of Carter McGraw
Chalk the Walk hosted 
by Stacey Montgomery 
in memory of Lucas 
Montgomery

Melissa Anderson  
Chloe Baker  
Josh Banman  
Charlotte Barrett-Weber  
Mandy Bellassai  
Nichole Bickerton  
Darryl Block  
Melanie Block
Charity Cook-Blood  
Lillian Botsolas  
Kathy Boudreaux  
Alicia Brooks  
Cindy Cancel  
Heidi Caswell  
Ruth Clancy  
Jamie Hemphill Clark  
Iyona Cook  
Carla Halk Crain  
Tamara Cullere
Brandon T. Dee  
Amy Diaz  
Wilma Dickerson  

2024 Fundraisers 

Facebook Fundraisers 

Coin Drive - Aleyah 
hosted by LE White 
Middle School in honor 
of Aleyah Smith
Concert for a Cure 
hosted by Dorothy Mask 
in memory of Ryan Mask
Crop for Rachel hosted 
by Jim and Michelle 
Dodson in memory of 
Rachel Dodson
Do It Fore Dan Golf 
Tournament hosted by 
Ray and Amy Miller in 
memory of Danny Miller
Garabito Fundraiser 
hosted by Katherine 
Garabito in honor of 
Emilio Garabito
Holland Sharing and 
Caring hosted by Steve 
and Amy Holland in 
memory of Spencer and 
Maddie Holland and in 
honor of Laynie Holland 
Hopkins Cabi Party 
hosted by Lynn Hopkins 
in honor of Michelle 
Hopkins

Kailey Dina  
Amy Phillips Downen  
Susan Duncan  
Cathy Forkas Durman  
Anne Elizabeth  
Wayne Eppehimer  
Brooke Frix  
Elizabeth Fry  
Katherine Garabito  
Sophee Garner  
Julie Garrison  
Dee Ann Gaston  
Tarin Gayles  
Hermines Geburtstags-
Spendenaktion  
Michelle Gordon  
Jayne Gray  
Larizza Guerrero  
Tim Guilfoyle  
Alisa Gutierrez-Vitello  
Beth Recktenwald 
Hatton  

Jaela’s Courage hosted 
by Sydnee Rios in honor 
of Jaela Hernandez
Jammin for Julia 
hosted by Andrea 
Felten in honor of Julia 
Donahue
Keller’s 5K hosted 
by Clint and Lindsey 
Blakeley in honor of 
Keller Blakeley
Kramer Chili Cook-Off 
hosted by Beth Kramer 
in honor of Marcus 
Kramer
Lilah’s Lemonade 
hosted by Kimber and 
Lilah Heiling 
Long Beach Race for 
Rare hosted by National 
MPS Society 
Loy Memorial Golf 
Tournament hosted by 
Donald and Lynda Witte 
in memory of John L. Loy
Million Dollar Bike 
Ride hosted by National 
MPS Society 

Shaun Bach-Haynes  
Kimberly Heiling  
Linda McCarter Hewing  
Thomas Hickey  
Laynie Holland  
Jeremy Howard  
Joanne Makris Huff  
Alex Huntington  
Alyssa Jeanne
Karen Kiker  
Brenna Marie King  
Debbie Kruse  
Emily Layman  
Amanda Lee  
Katherine Lethia  
Kelly Louden  
Joanna Guadalupe 
Magallanes  
Kristina Marie  
Anne McClelland  
Janice McDonagh  
Annie McGraw  

MPS Jingle Bell Run 
hosted by National MPS 
Society 
Napa Race for a Cure 
hosted by National MPS 
Society 
Post Office Café hosted 
by the Lessing family 
in memory of Mark and 
Casey Lessing 
Raleigh Run for Rare 
hosted by National MPS 
Society 
Rare Aware Shop 
hosted by Adult 
Resource Committee 
Ride for Jack hosted 
by The Dirty Weasels 
in memory of Jack “The 
Beast” Bennett
Sanofi Pumpkin Smash 
hosted by Sanofi in 
honor of Christopher 
Hohn
Shoe Fundraiser hosted 
by Alicia Bohley in honor 
of Jacob Bohley

Rose Merrell   
Vicki Michelle  
Stacey Harris 
Montgomery  
Jamie Moon  
Danielle Murphy  
Stephanie Nicole  
Tommy O’Brien  
Sonshine Paperie  
Marla Jane Parkman  
Jeff Parks  
Travis Parsons  
PERMANENT JEWELRY  
Kim Phillips  
Angelica Prater  
Anne Quesenberry  
Emily Ramirez  
Amber Reynolds  
Lina Ricci  
Haley Huffman Roth  
Krizia Ruano  
Karen L.K. Russell  

Stacey’s Sparkles 
hosted by Terry and 
Nancy Wain in memory 
of Stacy and Matthew 
Wain
Stevens Fundraiser 
hosted by Marla and 
Randy Stevens in honor 
of Meekel Stevens
Super Bowl Fundraiser 
hosted by Mary Beth 
Brennan in honor of 
Adam Brennan
Super Bowl Fundraiser 
hosted by Amy Downen 
Team Nora hosted by 
Trevor and Leanne 
Spring in honor of Nora 
Spring
T-shirt Fundraiser 
hosted by Breanne 
Busterud in honor of 
Garrett
T-shirt Fundraiser 
hosted by Katarina 
Nelson in honor of 
Wesley

Barbara Bigham Sanders  
Holly Scalf  
Michael Scoggins  
Linda Cebron Shenk  
Rachel Sibs  
Khris Snow  
Cynthia Stephens  
Christopher Stetson  
Alana Sullivan  
Vail Taetum  
Charlotte Tate  
Janine Taylor  
Dominique Thurman-
Morgan  
Marissa Valenzuela  
Christi Wadle  
Becca Walker  
Tammy White  
Sheri Wise  
Fanny Zambrano
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Fernando Armendariz
Colleen and Shawn Arni
Carole and John 
Barnhardt
Melany Bjorkman
Marie Blumeier
Claudina Bonetti
Marc and Beth Brdar
Margaret Cohen
William English

Champions Circle
Teresa Everett
Vivian Fernandez
Edward Francisco
Robert and Melanie 
Franko
Steve and Amy Holland
Jennifer and Bryan 
Hutcheson
John and Yvette Iannelli
Christine Jocoy

Brian and Rebekah Klutz
Cynthia Kraft
Lauren Louison
Wynona Maxwell
Donny and Molly Merrill
Greg and Jennifer 
Mincks
Susan Murphy
Kathy and Josh Nay
Thomas and Vickie 
Patterson

Linda Perrella
Sam and Nancy Ramsey
Edward and Evelyn 
Schultz
Poonam Scott
Riddhi Shah
Jared Shelton
Mike and Barbara Smith
Angela and Michael 
Sochacki
Heidi Sosinski

Jeremy and Rena 
Stearns
Jack Swepston
Anne France Tremege
Leslie and Alex Urdaneta
Josh and Alisa Vitello
Todd Waddell and Sarah 
Aaserude
Tom and Kim 
Whitecotton
Rick and Dawn Williams

Claire Trappe and Marla Stevens both received the “FRIENDRAISING AWARD” at the 38th Annual 
Family & Scientific Conference banquet for their outstanding efforts in fundraising.

We are honored to be the recipient of the 
Friendraising Award. Our fundraising efforts 
have been supported by our friends, family, and 
community, and we are forever grateful for all 
who have put their loving arms around our family 
and never let go. We will continue our efforts and 
supporting the mission of the MPS Society. Thank 
you to the National MPS Society for advocating, 
supporting, and fighting for a cure. 

— Claire Trappe

I extend my sincerest gratitude for this wonderful 
recognition. This achievement would not 
have been possible without the support of a 
loving community that views Meekel as a true 
inspiration, just as I do. The resilience of these 
children in the face of adversity is a testament to 
their strength. I am honored to continue raising 
funds for research, and I shall persist in this 
endeavor for as long as I am able.

— Marla Stevens

Trappe family Meekel (MPS VI) and Marla Stevens
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Empowering Families 
SUPPORT PROGRAMS AND PATHWAYS

Because of our Family Support Programs, many 
families were afforded the opportunity to attend 
each of our conferences during 2024, such as the 
Celebrating Your Cherished Life Experiences 
(CYCLE) bereavement retreat, the SPIRIT 
conference for adults diagnosed with MPS or 
ML, and the 38th Annual Family & Scientific 
Conference in Orlando, FL. Our Pathways 
Program also provided more genetic counseling 
support, access to social workers, resources on 
mental health and medical care, and education on 

As the National MPS Society celebrated its 50th anniversary in 2024, the Family Support 
Program remained a cornerstone of compassion and connection for families affected by MPS 
and ML. This year, we awarded more than $130,000 in grants and scholarships, supporting almost 
170 families with essential items like medical equipment, technology, and travel assistance.

clinical trials than ever before in the history of the 
Society. Likewise, members of our team visited 
cities nationwide through the Crossing Paths 
Program to provide localized support and expand 
our outreach to underserved families. 

Also in 2024, our Continuing Education 
Scholarship program awarded funds to students 
with MPS or ML and their siblings, parents, and 
children, who were seeking to achieve their own, 
unique educational milestones.

As we celebrate five decades of impact, the FAMILY SUPPORT PROGRAM stands as a lasting 
testament to our commitment—continuing to provide essential resources, empower families, and 
sustain a strong, supportive community for years to come.

JOURNEY ASSISTANCE PROGRAM

We are immensely grateful for the invaluable assistance 
offered by the Journey Assistance Program, as it enables 
us to procure tools that enhance our family’s quality of 

life. The program’s support extends beyond financial aid; it 
signifies a deeper understanding of the unique challenges 
faced by MPS families, significantly contributing to easing 

the difficulties encountered on this arduous journey. We 
appreciate the generosity and empathy of the donors who 

have made this support possible.

— Vanessa Lo, mother of Luke (MPS IVA) 

“ ”
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2024 HIGHLIGHTS

CONTINUING EDUCATION SCHOLARSHIPS

•  Awarded $22,000 through four Jeffrey Bardsley 
Scholarships at $5,000 each and 23 Continuing 
Education Scholarships at $1,000 each.

•  Awarded two Klenke-Kirch Sibling Scholarships 
(at an additional $500 each to the $1,000 
Continuing Education Scholarship).

EXTENDED HOSPITALIZATION RELIEF

•  Funded five grants for a total of $2,500 to 
support individuals with MPS or ML who have 
experienced an inpatient hospitalization for a 
minimum of 30 days.

CYCLE CONFERENCE SCHOLARSHIPS

•  Funded 16 scholarships totaling $7,348 for 
bereaved families to attend the Celebrating Your 
Cherished Life Experience retreat.

SPIRIT CONFERENCE SCHOLARSHIPS

•  Provided assistance totaling $13,114 for 19 
adults with MPS and ML to attend the Finding 
Our SPIRIT (Strength, Purpose, Independence, 
Resilience, and Initiative Together) Conference, 
which provides a dedicated program for 
education, empowerment, and camaraderie 
among adults in our community.

FAMILY CONFERENCE SCHOLARSHIPS

•  Provided necessary financial support totaling 
$22,857 for 22 families to attend the  
38th Annual Family & Science Conference  
in Orlando, FL.

FAMILY ASSISTANCE PROGRAM

•  Funded 10 grants totaling $26,225 to provide 
assistance items, including stair lifts, wheelchair 
van, activity chair, home lift, hearing aids, 
mobility devices, and adaptive bicycles.

JOURNEY ASSISTANCE PROGRAM

•  Funded seven grants totaling $1,680 for items, 
including iPads, medical wagon, CCTV, and  
water heater.

EXTRAORDINARY EXPERIENCES PROGRAM

•  Funded one grant for $1,000 for an adult with 
MPS to be able to attend the International MPS 
Symposium in Germany.

URGENT NEED FUND

•  Funded five grants totaling $4,129 to assist 
several families who were displaced due to 
natural disasters and a family facing food 
insecurity.

MEDICAL TRAVEL ASSISTANCE PROGRAM

•  Funded 27 grants totaling $15,555 to help 
with out-of-town travel costs for non-recurring 
medical appointments.

BEREAVEMENT EXPENSE PROGRAM

•  Funded 27 grants totaling $20,250 to provide 
support for families experiencing the loss of a 
loved one with MPS or ML.

$130,000+ 
AWARDED IN GRANTS AND  

SCHOLARSHIPS

22 
FAMILIES RECEIVED FINANCIAL SUPPORT 

to attend the 38th Annual Family &  
Scientific Conference in Orlando, FL
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Transforming Lives
PROVIDING SUPPORT AND CONNECTION

Our virtual support groups provided vital spaces 
for education, connection, and shared experiences 
throughout the year. Topics included fundraising, 
the Adult Resource Committee, sibling support, 
member stories, genetics, “Ask Dr. Matthew,” back 
to school, advocacy, and the Courageous Parent 
Network.

Crossing Paths events continued to foster 
community and strengthen local connections, 
bringing families together in person. In 2024, 
we held a total of six events in Sacramento, CA; 

In 2024, the National MPS Society’s Pathways Program continued to make a profound impact, 
including adding a new team member to help meet our needs as we focused on connecting newly 
diagnosed families and providing essential support to individuals across the country. Through 
this program, we provided services to 69 individuals from 62 families spanning 30 states — a powerful 
reflection of our reach and commitment to the MPS and ML community.

Houston, TX; Boston, MA; Detroit, MI; North 
Carolina/South Carolina; and Phoenix, AZ. Each of 
these gatherings provided invaluable opportunities 
for families to share their journeys, exchange 
knowledge, and build lasting bonds. Through 
every visit, meeting, and event, the National MPS 
Society remains dedicated to serving, supporting, 
and empowering our community. Together, we 
continue to strengthen the connections that drive 
hope and progress for all those affected by MPS 
and ML.

Since its inception, the PATHWAYS PROGRAM has served 412 individuals, and in 2024 we 
completed 56 personalized Pathways visits, offering crucial one-on-one support and resources 
tailored to the unique needs of each family.

Syndrome Types 
OF INDIVIDUALS SERVED IN 2024

identified through regular processes 

diagnosed through newborn screening

identified due to sibling screening

MPS I

MPS II

MPS III

MPS IV

MPS VI

ML

10 15 200 5
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2024 HIGHLIGHTS

•  Provided education, support, and resources 
to 69 individuals from 62 newly diagnosed 
families in 30 states. 

•  Served 412 individuals through the program 
since inception.

•  Completed 56 personalized visits.

•  Hosted 10 virtual support groups for family 
support, advocacy, and science.

•  Hosted six Crossing Paths events for 46 
families across the country.

2024 ANNUAL REPORT  |  7

412 
INDIVIDUALS SERVED 

throughout program history

56 
PERSONALIZED VISITS  

providing one-on-one support

30 
STATES ACROSS THE COUNTRY 
where families received support

Payton was diagnosed with MPS IIIA right before 
she turned 6 years old. It was a difficult time as we 

navigated through what the diagnosis meant and what 
we were headed toward. The first year after diagnosis 

was overwhelming and we needed help. Fortunately, we 
learned about the National MPS Society’s Pathways 

Program and built a relationship that would last forever. 
Our program manager was the light we needed in 

the dark place we were in. She listened to our story 
and what we needed to best care for Payton, helping 

us organize Payton’s providers under one roof and 
connect with specialists who focus solely on her 

rare condition. We joined Pathways support groups, 
attended in-person events, and met professionals who 
were passionate about their work, listening to families 
and sharing their knowledge. We started to understand 
what it meant for both grief and joy to coexist. For the 
first time since the diagnosis, we felt a sense of peace 

and community. We were not alone anymore.

— the Geronzin family

“ ”
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 Advocacy Achievements
POLICY AND AWARENESS BREAKTHROUGHS

For the first year of our Youth Advocacy Program, 
we hosted four webinars, coaching more than 20 
youth and their families. Topics included how to 
develop your story, the junior speaker’s bureau, 
and self-advocacy, with an emphasis on health 
literacy and developing autonomy. The goal of this 
program is to empower our youth to advocate for 
themselves, not only through legislative efforts, 
but throughout the daily aspects of their life and 
journey with MPS/ML.  

Stephanie Cozine, Advocacy Committee chair, 
represented the National MPS Society and the 
MPS/ML community at the FDA Center for 
Biologics Evaluation and Research Patient 
Listening Meeting: Patient Perspectives on 
Safety Considerations for Approved Gene 
Therapy Treatments for Rare Diseases. 
Stephanie presented unique considerations of 
the MPS/ML community when determining a 
treatment plan when multiple treatment options 
are available. Stephanie and Leslie Urdaneta, 
Family Support director, educated and supported 
families with their public comment submissions. 
Matthew Ellinwood, chief scientific officer, 
submitted a research and advocacy driven public 
comment. This collective effort was aimed to 
ensure that the voices of those affected by MPS 
and ML were heard and considered in the FDA’s 

Advocacy efforts continue to be a driving force for the National MPS Society. Expanding and 
maintaining public awareness of MPS and ML and those affected by it is critical for driving policy 
creation and change. 

evaluation of gene therapy safety. By sharing 
personal experiences, scientific insights, and 
community specific challenges, the National MPS 
Society emphasized the importance of patient-
centered approaches in regulatory decisions, 
advocating for continued progress in treatment 
accessibility, safety, and long-term outcomes.

Perhaps most noteworthy was the significant 
advancement of the newborn screening 
landscape in 2024. As of Dec. 31, a total of 48 
states are screening or have committed to adding 
MPS I to their state newborn screening panels. 
MPS II is making traction with a total of 15 states 
screening or have committed to adding MPS II 
to their state newborn screening panels. West 
Virginia is leading the country by being the only 
state screening for three MPS conditions: MPS I, 
MPS II, and MPS IV. Our Advocacy Committee is 
dedicated to seeing that every baby in the United 
States is screened for all MPS conditions.

The Society’s ADVOCACY COMMITTEE 
spearheaded several impactful initiatives in 
2024 and looks to expand its reach in 2025.

Zachary Thomas, 
MPS I advocate for 
newborn screening
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2024 HIGHLIGHTS

•  Facilitated 50 virtual Capitol Hill meetings on 
May 15, 2024 (MPS Awareness Day) with 29 
advocates who met with legislators representing 
17 states. This included three member-level 
meetings with a total of 28 Senate and 22 House 
meetings; 24 with Democrat offices, 25 with 
Republican offices, and one Independent office.

•  Supported the following legislation:

 —  H.R. 4758/S. 2372—Accelerating Kids 
Access to Care Act 

 —  H.R.7384/S. 4583—Creating Hope 
Reauthorization Act 

 —  Appropriations language 

•  International MPS Awareness Day was officially 
recognized by state proclamations for Delaware 
and Oklahoma.  

•  Launched Youth Advocacy Program designed to 
assist our youth to independently navigate daily 
aspects of their life and their journey with MPS 
and ML.  

•  Represented the Society and the MPS/ML 
community at the FDA Center for Biologics 
Evaluation and Research Patient Listening 
Meeting: Patient Perspectives on Safety 
Considerations for Approved Gene Therapy 
Treatments for Rare Diseases.

•  Continued newborn screening efforts.

4 
WEBINARS  

hosted by Youth Advocacy Program

50 
VIRTUAL CAPITOL HILL MEETINGS  

on MPS Awareness Day

FAMILY ASSISTANCE PROGRAM

Travis is thrilled to be able to transport himself to and from 
work on his e-bike obtained through the Family Assistance 
Program, giving this teenager the independence he craves 
and the dignity of not having to call his mom and dad for 
a ride. He also is excited to be able to join the rest of the 
family on social bike rides and outings and get together 

with his friends in town via his own transportation.

— Stephanie Glock, mother of Travis (MPS I)

“ ”
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Learning and Leading
EDUCATIONAL AND COMMUNITY PROGRAMS

Communication is at the heart of everything we do at the National MPS Society. In the rare 
disease space—where information can be scarce and the need for connection is critical—clear, 
compassionate, and timely communication becomes even more vital. For families affected by MPS 
and ML, access to accurate resources, updates on research and advocacy, and shared stories of hope 
and resilience provide both knowledge and a sense of community. In 2024, the Society made significant 
strides in strengthening its communications to better serve our members and advance our mission. 
Through every story we tell and every message we share, we honor the voices and experiences of those  
we serve and strengthen our collective impact.

We remain committed to refining and expanding our COMMUNICATIONS, always striving to 
meet the needs of the MPS and ML community.

50 STATES FOR 50 YEARS VIRTUAL 5K

The 50 States for 50 Years Virtual 5K was a 
standout fundraising and awareness campaign  
for the National MPS Society in 2024. By inviting 
participants from every state to run, walk, or roll 
in their own communities, the event created a 
powerful sense of unity and purpose, amplified 
through personal stories and local advocacy. 
Leveraging social media, email outreach, and 
storytelling to inspire participation and share the 
mission of the Society far and wide, participants 
from 48 states were encouraged to participate 
and share photos and messages online, creating 
a ripple effect that spread awareness of MPS and 
ML across the nation. 
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2024 HIGHLIGHTS

•  Hired a full-time communications director, 
marking a pivotal investment in our ability to 
share our mission and message. Filling this role 
brings strategic vision and dedicated leadership 
to our outreach efforts. This position empowers 
the Society to enhance our voice, streamline 
content creation, and ensure consistent and high-
quality communication across all platforms.

•  Revitalized eCourage and published print 
editions of Courage. Our monthly eCourage 
publication received a fresh look and renewed 
focus in 2024, delivering timely news, advocacy 
updates, and heartfelt stories to our members’ 
inboxes. In addition, we produced two beautifully 
crafted print editions of Courage, providing an in-
depth reflection of our community’s experiences 
and our organization’s work. 

•  Prioritized amplifying the voices of individuals 
and families impacted by MPS and ML by 
collecting and sharing more than 10 unique 
feature stories on our website and in our 
publications. Personal journeys and member 
achievements raised awareness of the challenges 
and triumphs within our community. 

•  Expanded digital and social media outreach. 
In 2024, our social media channels saw 
increased engagement and thoughtful content. 
From educational posts and event highlights 
to advocacy calls-to-action and celebratory 
moments, we used digital platforms to reach 
broader audiences and create meaningful 
conversations around MPS and ML.

•  Strengthened conference and event 
communications. Our 38th Annual Family & 
Scientific Conference set a new standard for 
engagement. Through tailored messaging, 
comprehensive guides, and interactive 
campaigns, attendees were kept informed 
and connected, making the event even more 
memorable and impactful.

•  Enhanced advocacy and research messaging. 
Ensuring our members stay informed and 
empowered in the fight for better treatments 
and policies is central to our work. This year, 
our communications played a critical role in 
mobilizing support for legislative efforts and 
sharing breakthroughs in research, helping our 
community take action and stay hopeful.

BLAST OFF FOR A CURE

The 2024 Blast Off for A Cure campaign was a powerful communication 
campaign that set the stage for a successful MPS Awareness Day. With 
a dynamic and educational countdown on social media, we effectively 
engaged our community, fostering a deeper understanding of the mission 
of the National MPS Society. By utilizing clear, compelling messaging, 
we raised awareness, ignited participation, and celebrated 50 years of 
progress at the Society.

INCREASED DIGITAL AND SOCIAL MEDIA 
OUTREACH

2 
PRINT EDITIONS OF COURAGE  
to keep our community informed
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Driving Research Forward
SCIENTIFIC MILESTONES

The results were impressive. Even though this 
was not a formal regulatory meeting, it had a 
tremendous impact, and within six months, three 
drug therapy programs addressing neuropathology 
in MPS syndromes announced that they had 
a pathway toward Accelerated Approval using 
heparan sulfate in the cerebrospinal fluid. 
This marks a momentous change at the FDA in 
regulatory flexibility. 

In addition to these three innovative therapies, 
2024 also brought a potential pathway to approval 
involving two gene therapies for MPS disorders 
and our first prospective treatment for Sanfilippo 
syndrome, an extraordinary set of achievements. 

Although research and science saw many successes in 2024, we remained ever mindful and 
worked diligently toward a meaningful treatment option for those diseases and syndromes 
that do not have one. Increasingly, many aspects of progress involve regulatory review and approval 
of treatments for MPS and ML syndromes. Seeing this need, the Society began, with a group of like-
minded stakeholders and advocacy organizations, to engage with the FDA some years ago. This led to an 
understanding and a need for an important milestone we met in 2024: a meeting at the Reagan-Udall 
Foundation for the FDA, a fully independent nonprofit foundation that is designed to assist the FDA in 
confronting regulatory challenges and hurdles.

Also in 2024, we expanded our Scientific Advisory 
Board to include individuals representing new 
disciplines, new institutions, and new countries. 
This esteemed group of scholars and researchers 
will be an important addition and will meaningfully 
assist in the development of better research and 
approaches to treatment.

Seeing the need for a larger grant platform to 
overcome significant hurdles, in 2024 the Society 
launched a challenge grant initiative whereby 
researchers submit large programmatic research 
objectives for specific syndromes to overcome 
hurdles to therapy. The Scientific Advisory Board 
has approved two such challenge grants.

$260,000+ 
IN GRANTS AWARDED  

within United States
NEARLY

$200,000 
IN GRANTS AWARDED  

Internationally
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INVESTING IN INNOVATION: 
2024 Research Funding and Grants Overview

U.S. GRANTS

$11,347 awarded to Dr. Magi Casal 
University of Pennsylvania, Philadelphia, PA 
“Odiparcil, Substrate Reduction Therapy to Treat 
MPS VI in a Canine Model MPS VI”

$50,000 awarded to Dr. Richard Steet  
Greenwood Genetic Center, Greenwood, SC  
“Functional Characterization of Novel IDS Variants 
in Cells and Zebrafish”

$100,000 awarded to Dr. Stephanie Cherqui 
Regents of the University of California San Diego, 
La Jolla, CA   
“Treating MPS IIIC with Hematopoietic Stem Cell 
Gene Therapy”

$100,000 awarded to Dr. Patricia Dickson 
Washington University, St. Louis, MO  
“Brain-directed Gene Therapy for ML II/III with 
S1S3 Phosphotransferase” 

INTERNATIONAL GRANTS

$50,000 awarded to Dr. Alessandro Frialdi 
Department of Translational Medical Sciences – 
Ceinge BioTecnologie Avanzate Franco Salvatore, 
Napoli, Italy 
“Exploring the Role of Neurotoxic 
Reactive Astrocytes in Neuronopathic 
Mucopolysaccharidoses” 

$50,000 awarded to Dr. Elvira De Leonibus 
Telethon Institute of Genetics & Medicine,  
Roma, Italy  
“Targeting Sleep Disorders in MPS IIIA with 
Sustainable Strategies”  

$48,700 awarded to Dr. Emma Parkinson-
Lawrence 
University of South Australia, Research and 
Innovation Services, Australia 
“Quantification of Airway Disease in MPS I Mice Via 
Laboratory X-ray Velocimetry” 

$50,000 awarded to Dr. N. Brunetti-Pierri 
Telethon Institute of Genetics & Medicine,  
Roma, Italy  
“Understanding the In Vivo Consequences of GALNS 
Pathogenic Variants” 

MEDICAL TRAVEL ASSISTANCE PROGRAM

We couldn’t have gotten this far without the National MPS 
Society. Back in 2011, it was our life-saving resource. From 

then on, we have donated as much as possible and continue 
to encourage new families to reach out to the Society to 

learn the facts. We appreciate all the help the Society has 
given us!

— Brian and Casey Hurst, parents of Baen, Bryce,  
and Brock (MPS I)

“ ”
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The financial information below has been summarized for the year 2024. The Society is a 501c3 nonprofit public 
charity. The complete audited financial statements and IRS Form 990 are available on our website or upon request.

Assets

Current Assets
Cash and cash equivalents $ 427,185
Investments  1,590,648
Promises to give  56,450
Prepaid expenses  64,269
Interest receivable   7,631
Total Current Assets  2,146,183

Fixed Assets, Net
Furniture, fixtures & equipment  7,086
CIP—website  23,216
Total Fixed Assets  30,302

Other Assets
Operating leases right of use assets  138,982
Investments—restricted for purpose  419,625
Investments—restricted in perpetuity  1,139,068
Total Other Assets  1,697,675

Total Assets $ 3,874,160

Current Liabilities
Accounts payable $ 15,307
Grants payable  50,000
Accrued salaries/vacation  51,166
Current portion of operating lease liabilities  49,698
Total Current Liabilities  166,171

Long-Term Liabilities
Operating lease liabilities  94,313

Net Assets
Without donor restriction
   Undesignated  849,737
   Designated  413,803

With donor restrictions  
   Purpose restricted  1,154,618
   Time restricted  56,450
   Perpetual in nature  1,139,068
Total Net Assets  3,613,676

Total Liabilities and Net Assets $ 3,874,160

FINANCIAL STRENGTH: TRANSPARENCY AND STEWARDSHIP

FINANCIAL POSITION

Revenue and Support
Contributions
   General $ 606,018
   Research  123,621
   Family support  38,283
   Planned giving  8,606
   Endowment  500
Membership dues  3,900
Conference revenue  414,716
Special events  788,881 
   (net of $33,856 direct expenses)
Interest and dividends  93,562
Investment income, net of fees   322,187

Total Revenue and Support $ 2,400,274

Functional Expenses
Research grants $ 455,079
Direct family assistance and bereavement  174,010
Advocacy and Speaker’s Bureau  26,467
Conferences, meetings, and travel  577,747
Education—newsletters, booklets, web  92,891
Membership database and directory  41,113
Fundraising expenses  60,164
Personnel  914,468
Office and equipment  81,487
Other administrative  90,990
Total Functional Expenses $ 2,514,416

Change in Net Assets $ (114,142)

2024 STATEMENT OF ACTIVITIES

14   |  NATIONAL MPS SOCIETY • CELEBRATING 50 YEARS

2024  
Revenue  

and  
Support

2024 
Functional 
Expenses
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In 2024, the National MPS Society was able to provide support to families and funding for research 
because of the generosity of the following individuals, families, foundations, companies, groups, and 
fundraising events.

The board of directors thanks you for your dedication. The Society makes every effort to recognize our supporters 
through eCourage and this Annual Report. The following list represents all donations received in calendar year 
2024. If your name is not listed, we apologize and ask that you contact us. If we received your donation in 2025, 
you will be recognized in the next Annual Report.

Humanitarian 
$50,000+ 

BioMarin 
Denali Therapeutics, 
Inc. 
Sanofi Genzyme 
Streblow Family 
Foundation
Takeda Pharmaceuticals

Visionary
$25,000–$49,999 

JCR Pharmaceuticals
Janis Miller
Orchard Therapeutics
REGENXBIO, Inc.
Ultragenyx 
Pharmaceutical

Philanthropist
$10,000–$24,999 

Amy Alix
Wayne and Catherine 
Bardsley
Bryson Foundation, Ltd.
Royce Bunce and 
Elizabeth Sherwood
Maureen Cote

Disciplined Growth 
Investors, Inc.
Andrea Felten
Cheryl and Gordon 
Guidry
Jaymi and Thomas 
Holland
Scott and Lynn Hopkins
Sam and Nancy Ramsey
Diamond Ranch
Megan Silletti
The Carolyn Smith 
Foundation
The Sanfilippo Hope 
Initiative
Larry and Karen 
Watkins

Champion
$5,000–$9,999 

Marsha Bozarth
Jason and Wendy 
Brackeen
Rosemarie Brennan
Amy and Dan 
Cherrstrom
Katherine Garabito
Peggy Holland
Insperity
Julie and William 
Johnson

Raymond Miller
Paul and Ruth Mulder
Brian and Hela Oliger
Leanne and Trevor 
Spring
Marla Stevens
Worldwide Clinical 
Trials

Leader
$1,000–$4,999 

AbbVie
Absher, LLC
Jim Allison
Bill and Mary Andrews
Dr. Mel and Mrs. Millie 
Anhalt
Apella Capital, LLC
Apolito family
Arcadia Wealth Group, 
LLC
Betty and Barney 
Arceneaux
Sharon and David 
Armendariz
Kirsten Arndt-Hutson
Ashfield Meeting & 
Events, Ltd.
Assumption Greek 
Orthodox Church

Baebies
Banc of California 
Bank of America 
Carole and John 
Barnhardt
Belleville Township 
High School
Roberta and William 
Bloomer
Austin and Stephanie 
Bozarth
Broadcom 
Nancy Brockman
Carol and Spencer 
Bryant
Bulldog Builders
Busey Bank
Dwain Camp
Shane Carignan
Casa de Fruta
Rob and Diane Cassil
Ursula Castaneda
Liam and Mary 
Cavanagh
Kirk and Ruth Clancy
Andrea and Tim Collins
Community America 
Credit Union
Guy and Donna Cooper
Will Cooper Jr.

John Cote
Sarah and Mario Cua
Paul David
Jeff and Anne Denneen
Dirty Weasels
Julie Dopheide
Rebecca Dopheide
John Dubois
Duke Energy Foundation
Dutch’s Daughter, Inc.
Nancy and David 
Edwards
Takayo Egawa
Michael and Theresa 
Elgin
N. Matthew Ellinwood, 
DVM, PhD
Bret Elliot
EVR Consulting
Farmers State Bank of 
Alto Pass
Vivian Fernandez
Marilyn and Gary Figlar
Bart Finzel
First Southern Bank
Joan Fisher
Foundation for the 
Carolinas

Benji Cullere (MPS I)Cassidy Gosey (MPS I) with Jeremy Mask 
and friend

Sadie Rae Haywood (MPS IIIA)

continued

2024 Contributors
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Betsy and Steve Fowler
Gerald and Luella 
Gabriel
Robert Gassman
Robin Gaulke-Czarny
Tom and Anne 
Gniazdowski
Freddy Gonzalez
Google, Inc.
Grace Church of Marin
Nick Gray
Sarah Grimstead
GrubHub
Renee Hammond
Deanna and Eldon 
Hardy
Harris and Associates, 
Inc.

Hawkins family
Kathleen Hillyard
John and Bonnie Hoegl
David and Susan Holder
Denise Holland
Steve and Amy Holland
Beth and Jeremy 
Hudson
Jay Hutson
Barbara Jampolis
JBMZ Plastering and 
Stucco
John Deere Co.
Joseph Muenzer MPS 
Research and Treatment 
Center
Wendell and Karen 
Keith
Leslie and Marilyn 
Kelman
Marcy King
Tom and Linda Kirch
Jenny Klein

Brian and Rebekah Klutz
Tom Knott
Maureen and Peter 
Knouse
Derek and Brianne Land
Jesse Lavelle
Lenovo  
Lauren Louison
Wes and Jill Lovell
Lysosomal & Rare 
Disorders Research & 
Treatment Center, Inc.
Karl and Lisa Makinen
Corbett and Brooke 
Martin
Isabella and Talor 
Martin
Dorothy Mask

William Massa Jr.
Wynona Maxwell
Laura McKeithen
Nancy McTygue
J.P. Mellow
Joseph and Jan Melnyk
Microsoft
Greg and Jennifer 
Mincks
Heath and Kimberly 
Monesmith
David and Jamie Moon
Harlan and Sheri 
Murrell
National Financial 
Services, LLC
Katosha Noe
Andrew Noll
Austin and Cheryl  
Noll III
Oasis Outdoors
Mary Oliger
Oracle

Pacific Gas & Electric
Paragon Medica Limited
Paramount
Sheila Payne
David and Rose Pelton
Mark and MaryEllen 
Pendleton
Matthew and Claudia 
Peterson
Sarah and Wes Pinkley
Protiviti
Andy and Julie Ramzel
William and Olivia Ray
Raytheon Technologies
Paul Rector
Enterprise Rent-A-Car
Sydnee Rios
Dr. George and Mrs. 
Athena Sarantinos
Sarantinos Charitable 
Fund

Mike Simmons
William and Margaret 
Sly, MD
Jessica Smallwood
Maureen Snider
Jan and Don Sortman
Southland Restaurant 
Corp.
Andrew Stamp
Stuart Swiedler and 
Judy Weiss
Tracy Szemanski
TASC Total Admin 
Service Corp for CFC 
Distribution
James and Kathleen Tate
Susan Taylor
The Anderson’s, Inc. 
Charitable Foundation
The Anne and Edgar 
Lackner Charitable 
Foundation
The Redwood Group

Lisa and Jerry Todd
TTX Company
Pam Umstead
United Health Group
Josh and Alisa Vitello
Raymond Wang
Dawn Watkins
Bret Weber and Zhesi 
Chen
Dr. Klane and Mrs. Amy 
White
Gordon Wingate and 
Cheryl Guidry
Amy Winstead
Russell Witt
Donald and Lynda Witte
Eric Wright
Jim and Amy Yard

Volunteer
$500–$999 

George and Gail 
Anderson
Chris Ayers
James Baker
Susan Baucom
Michael Beilstein
Lisa Berry
Steve and Lavonne 
Blechinger
BPO of Elks Lodge 2235
Molly and Reggie Britt
Daniel and Debra 
Brockman
Lauryn and Matt Brown
Charles Buky
John Burnett
Carolina Eye Research 
Institute
Carrier
John Case
Catholic Ladies of 
Columbia
CHS, Inc.
Collaborations 
Pharmaceuticals, Inc.
Joel Comer
Cord for Life
Gerald Cox
Barbara Crecco
David and Kathryn 
Croson
Carey and Mary 
Crumling
Lucia Cuenca
Jim and Michelle 
Dodson
Barbara Donnellan
Amy and Seth Downen
Vidmantas and Cecilia 
Duda

Nancy Dunn
Stephen Dunn
Marie and Ralph 
Edwards
Julie Eisengart
Nathalie and Clayton 
English
David and Elise Esposito
Etherio Group
Tasha and Bruce Farrell
Margaret Ference
Ann Filkins
Tom and Kate Finco
Brent Forester
Robert and Melanie 
Franko
Haiyan Fu
Aaron Gann
Julie and Russell George
Sydney Gingrow
Rose Greco
Greenpoint
James Groody and 
Kimberly Krehely
Luis and Angela 
Guajardo
Alexa Hansen
Sean and Brynn 
Harrington
Sharon and Alvin 
Harvell
Mark Haskins, VDM, 
PhD
Andrea Longston Hau
Joanne Hayo
Lyle and Jade Hays
Ashley Haywood
Amanda Hoffman
Thomas Holder
Claude and Andrea 
Holliman
Jennifer Hoyer
Maggie Hupcey
Jennifer and Bryan 
Hutcheson
Clayton Hutchinson
Carl Kapes
Bob and Ginger Kell
Kristine Kelly
Joan Keutzer
Sharon Kinsman
Lawrence and Susan 
Kirch
Terri Klein and Michael 
Schleter
April Kraft
Cynthia Kraft
Richard Larkin
Daniel and Kelsey Lee
Alexandra Losey
Donald and Karen 
Louden

Benjamin Selser (MPS II) and familyAxel (MPS I) and 
Cassandra David

Contributors
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Loureiro Engineering 
Associates
Douglas Lowery
Carolyn and Michael 
Managan
Mantech International 
Corp.
Markel Corporation
Erin McBride
McKain Power Systems 
Consulting, LLC
Ann Mclaughlin
Rita Melton
Shane Mericle
Chris and Diane 
Meyerpeter
Joe and Paige Migliozzi
Angela Mikles
Christine and Jeffrey 
Miller
Stacey and Lew 
Montgomery
David and Sarah Moore
Harlen and Donna 
Moore
David and Cheryl Morris
Stefani Murrell
George and Kathy Nace
Nave Newell, Inc.
Colie Neidlinger
Madison Neuendorf
Elizabeth Neufeld, PhD
John Northrop
Afshan Numan
Nurre-Pinkley Building 
Co.
Sharon O’Connell
Doris Oneil
Jason and Christi 
Ormeroid
Thomas Owens
Melvaree Pate
Thomas and Vickie 
Patterson
Chelsea and Brian Peck
Linda and Dave Perry
Donal and Susan 
Phillips
Kim and Keith Phillips
Piper Sandler Company
Pisenti & Brinker, LLP
Brad Plantiko
Steve Puchala
Larry and Annette Pung
John Raidy
Faith Rattman
Keith and Sherri 
Richbourg
Patricia Robbins
Maggie Rose
Royal Business Bank
Tim Schaffer

Edward and Evelyn 
Schultz
Alexander Schuth
Lynn Ann Sembach
Anna and Jake 
Shermeyer
Priscilla Slaven
Matt Small
Aaron Smith
Smith Hafeli
Brakeen Solutions
Stabilitas Energy
Robert and Barbara 
Stanziola
Bob and Susan Steiner
Studio G Home
Tamalpais Pediatrics
David Tenney
The Little Nashville  
Cafe, Inc.
The Perk South Perkasie 
Hotel, Inc.
Janet Thomas
Sheila and Michael 
Thornton
Timothy Schaffer 
Roofing and Siding, Inc.
David and An Tootill
Anne France Tremege
Laurie and Dawn Ulmer
Kathleen Urquidez
Vanguard
Jennifer VanHoutan
Richard Waldman
Ryan Watts
WEP Clinical
Tom and Kim 
Whitecotton
Mary and David 
Whiteman
James Yates
Evelyn Zohlen
Paul Zurawski

Friend
$250–$499 

A-1 Screenprinting, LLC
Stephanee Adams
Stuart and Karin Adams
Katherine Aguilar
Cindy Alix
Ralph and Martha 
Anderson
Keely Apple
Elaine Arters
Joe and Susan Babic
Ethert and Pauline Baird
Heather and Adam 
Barnhardt
Rita and Mike Basom

Monika and Jack Berg
Joel and Leeann 
Bernbaum
Kathryn Bickham
Cheryl Bien
John and JoAnn Bird
Melany Bjorkman
Boeing
Leslie Bollier
Claudina Bonetti
Mary Beth Brennan
Emily Brutko
Susan and Dennis Burke
Dennis Burns
Mary and Matthew 
Byrnes
Kristine Cabanban
Richard and Sue Cadena
Mark and Stephanie 
Caldwell
Sofia Castellanos
Shannon and Emma 
Cavanagh
Mary and Mark Cicero
James and Martha Colby
Mitchell Coleman
Carol Conti
Dick Cosentino
Ryan Cote
Danielle Kidwell Cuculic
John Defilippis
Patricia Dickson
Doug and Diane Diehle
Kathy and Paul 
Dobrowolski
William and Carolyn 
Eames
Elks Lodge2235 
Carteret BPO
Ellab, Inc.
Carla Ellard
Charles Ellard
Wayne and Joan 
Eppehimer
Lourdes Espinosa
Teresa Everett
Carl Felten
Mara Fizdale
Sally Fleming
Maria and Steven Foshay
Amy Gabay
Jeff Gabriel
Clay Gaskamp
Kevin Gates
Alex Gingrow and 
Michael Scoggins
Gene Grabinski
Don and Laurie 
Graumann
Great Range Capital
Pam and Richard Gross

Larizza Guerrero
Gregory Haffner
Emily Hann
Paul and Peggy  
Harmatz, MD
Robert Harvey and 
Roxanne Maffitt
Mark and Jane Hauser
Abby Henke
Carissa Hernandez
Christine Ho
Andrew and Katey 
Hoffman
Frannie Hoffman
Diedrich Hohn
Zhanzhi Hu and Pei 
Wang
John and Yvette Iannelli
Brad Ives
Kelly Jackwicz
David Janco
Zayd and Muhanad 
Jawad
Justin Jessee
Johnston Pain 
Management, PA
JP Morgan Chase 
Foundation
Jerry and Pat Kanney
Deborah Kappel
John and Janet Kappel
Jennifer and Wes 
Kaufman
Tad and Jamie Kellogg
Christopher Kenworthy
John King
Patrick Kinsella
Sharon Kinsman
Michael Knudsen
Carrie Dunn and Melissa 
Kraus
Barnet and Eunice 
Krinsky
Alberta Kuhlman
Jaime LaBonte
Suzanne Lang
Richard Lashley
Nancy Lavin
Susie and Glenn Lee
Kathryn and Hai Lieu
Jenn and Jamie 
Lipscomb
Sheri and Eric Lueb
Chuck and Nancy 
Lukondi
Paul and Lu Ann Malnati
Lori Manering
Kailey and William 
Mascara
Donato Mastroberardino
Stephen and Marie 
McClurg

Eric and Vicki Merrell
Cindy and David Miller
Ron Morrissey
James Muller
Michael and Amy 
Murrell
Mystic Shipyard, LLC
Ross and Shawna Nelle
Kay and Charlie Newell
Bart Olsen
James and Mary  
Olson, DDS
Thomas and Peggy 
O’Malley
One Source Staffing, Inc.
Glenn and Cara O’Neill
Oracle
Orsini Specialty 
Pharmacy
Bret Pasiuk
Nancy Peterson
Robert and Nancy 
Peterson
Pfizer
Rosalyn Porcano
Alan and Kathy Portnoy
Kelley Rathinam
Tina Ratto
Paula Rector
Autumn and Nic Reese
Jessica Reichert
Rita Robertson
Rusty and Alison 
Rochelle
Judy and Nicholas Rolli
Charlotte and Nate 
Sanson
Sheila and Richard 
Schlesinger
Mathias Schmidt
Bruce and Lisa Scott
Nicole and Rob Seeley
Riddhi Shah
Andera Shaughnessy
Adam Shaywitz
Arthur and Marilyn 
Sheekey
Brian Shingle
Mahesh Shrestha
Lou and Chris Slavik
Mike and Barbara Smith
William Smith
Angela and Michael 
Sochacki
Anthony and Pamela 
Sosinski
Roseanna Spizzirri
Sprosty Bag, LLC
Diane and John Stabb
STENYS, Inc.

continued
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Andrew and Dianna 
Stoffel
Elizabeth Stoltz
Tracie Stone
Andrea and Donald 
Swavely
Jack Swepston
Becky and Robert 
Tanamachi
Charlotte Tate and  
Blair Euverard
The Face Fairy
The Megan Weisenbach 
Foundation, Inc.
Herbert Tilsner
Shirley Todd
Philip Toll
Christine Totah
Michelle Towell
Toyota
Frank and Colleen 
Trainor
Bethany Traverso
Leigh Ann Turner
TWS, LLC
Leslie and Alex Urdaneta
USAO Harrisburg
Sagar Vaidya
Hugo and Marylyn Van 
der Moer
Nancy Vander Zwan
Nancy Vardaro
Joseph and Janet Ann 
Vieira
Todd Waddell and Sarah 
Aaserude
Paul and Kristin Wehrle
James and Carol Yard
Gilda Youdeem
Young Gun

Donor
$100–$249 

April Adams
Johnda Adkins
John Agan
Lupe Aguilar
Kenneth and Donna 
Ahles
Kathy Aker
Robert Allen
Allstate
Joanne and Robert Ames
Andersen Corporation
W. Andrew and Lauran 
Jack

Michael and Mary 
Andrews
Cindy and Mark 
Andrews
Severin Andrieu-Delille
Gerald and Susan Anhalt
Elena and Philip 
Anischenko
Kelly Appell
Apple
Renny Arensberg
Fernando Armendariz
Elizabeth Armstrong
Colleen and Shawn Arni
Karen Arsenault
AT&T
Chris Avent
John Azzatori
B.E. Warfield 
Contracting
Kirsten Babbin
Kathleen Bailey
Todd Bailey
Janice Baker
Mary and James Baker
James and Rebecca 
Baldwin
Baldwin Physical 
Therapy, Inc.
Mark and Alberta Balliet
Joseph and Jacqueline 
Balukin
Baraboo Growth, LLC
Len and Barbara 
Barcousky
Dwight and Debbie 
Barkley
Deborah Barr
Torch Barr
Edward Barry
Sandra Barstow
Jim and Maureen 
Basting
Patricia Bean
Philip Beard
Donna Becker
Stacey Beckhardt
Maren Becknell
Mary Beiting and Jeff 
Von Handorf
Patrick and Susan Bell
John and Maria 
Bereschak
Marguerite Bergin
John Bernard, PhD
Tony Bertauski
Michelle Bianchi

Joann Bigler
Judy Bircher
Tim Bishop
Melanie Bjorkman
Marcy Blacker
Cory and Jason Blain
H. and Nancy Blake
Todd and Nicole 
Blancheri
Lee Bloemendal, MD
Jim Blum
Marie Blumeier
Jennifer Blumhardt
Doretta Boden
Anne Bodin
Mike and Grace  
Bodura Jr.
Thea Bogenschutz
Robert and Anne 
Boggiano
Renee Boland
Joni Bolek
Erin Bonugli
Scott and Marcia Bosak
Thomas and Joyce 
Boster
Stephanie and Austin 
Bozarth
Ann Braff
Gretchen Brainard
Daniel Brazeau
Marc and Beth Brdar
Lois Breingan
Tom and Suzanne 
Brennan
David Brennan
Kern Briggs
Denise Brillhart
Nancy Brock
Ronda and Mitchell 
Brourman
Arwen Brown
Sharon Browne-Davis
Joan Bucchino
Kathy Buckley
Carol Budish
Tony and Claudia Busse
Angie Cande
Laura Carey
Dwayne Carnes
Patricia Case
Heidi and Keith Caswell
Andrew Cather
Gregory and Angela 
Cathey
Gretchen Cecere
Karen Cestaro
Elle Champion
Sandy Chapman
Andrew Charest
James and Joan Charters

Steve and Karole 
Chesser
Chevron
Daniel and Sharon 
Chisholm
Ashley Chrisinger
Karen Cicciarella
Kimberly Cicciarella
Jamie and Chad Clark
Kate Clark
Mildred Clark
Elizabeth Clarke
Robert Clarke
Ross and Belia 
Coddington
Margaret Cohen
Justin Colagan
Robert and Kathryn 
Coleman
Donna Connely
Angela and Jason Cook
Sharon and William 
Cook
William and Margaret 
Cook, MD
Gary and Linda Corbett
Susan and Gene Corbett
Costco
Katheryn Cox
Claire and Ray Cox
Stephanie and Shawn 
Cozine
Kelly Crecco
Michael and Anne 
Crecco
Billi and Jeremy 
Crockett
Jason and Tamara 
Cullere
Stacey Curtiss
Marion Dafeldecker
Pavan Dama
Jeanne Dant
Bill and Laura Dapper
Bobby and Kelly Daquara
Lisa Daris
David G. Malone,  
MD, PLC
Kathryn and Tim 
Davidson
Carrie Davis
Pat and Thomas Davitt
DC Food Creations, LLC
James Deady
Pamela and Robert Dean
Patricia Delaney
Samantha DeMello
Rebecca Derwin
Kari Desoto
Dana Devore
Patricia Diluzio
Susie Dirks

Darrell and Kay 
Distefano
Denmar and Ellen Dixon
Elizabeth Djukic
Barry Donegan
Jin Dong
Joe and Shari Dore
Alan Dorr
David Dorton
Rachel Doughty
Bob and Jane Druten
Savannah Dryden
Lori and David Ducat
Aldoriane Duffield
Michael Dwyer
Angie Dye
Herman and Mary 
Earwood
Candace and Ben 
Eastman
Eugenie Ebert
Helen and Steve 
Edgington
Michael Edwards
Sally Edwards
Jennifer Eickman
Howard and Kathy Elmy
William English
Jennifer Ermoian
Laurie Escobar
Kenneth and Ruth 
Espenshade
Eversource Energy
Exchange Club of Suffolk
John Exner
Peter Fan
Robert and Amy Farrell
John and Louise Farrell
Geraldine Faucett
John and Wendy 
Ferguson
Megan Ferris
David Fiereck
Hildegard and Joseph 
Filebark
Michael Finn
Rebecca Finn
Tim and Tracy Finnegan
Michael Fischer
Bryan Fissell
Earlene Fogle
Kay and George Follett
Tim and Laurie Folsom
Greg Frank
Tina Frank
Chris Frost
Sharon Frye
Dorothy and Louis 
Fucito
Stephen Gagola Jr.
Dima Galkin

Contributors
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Tiffanie Gallo
Julie and Wayne 
Garrison
Marcus Garvin
Roslynn and Timothy 
Garvin
Thomas and Debra 
Gebbia
Lisa Geddie
Chris Gibson
Sharon Glasscock
Betty Glock
Sue Gobel

Dennis and Chris 
Goggins
Kathryn Good
Caitlin Goodman
Andrea Goodnow
Erin and Steve Gorny
Mitchel Greenburg
Bethany and Chance 
Greene
Matthew and Lauren 
Greer
Brian Grenko
Constance Grimes
Stanton and Jean 
Gunnells
Christopher and Patricia 
Guyre
Thomas Haber
Haines Financial, LLC 
dba The Wealth Plan 
Company
Ann Hajnosz
Bill Halstead
Ted and Char Hamilton
Renee Hammond
Janet Hanna
Laura Hansen
Billy and Sheila D. 
Hardison
Rodney and Donna 
Hardy
Allison Hardy
Scott Hare

C.A. and F.M. Hargrave
Yvonne Harman
Laurel Harry
Tim Hartigan
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FAMILY ASSISTANCE PROGRAM

Skylar is not able to walk very far without needing to 
sit down. The adaptive bike we were able to purchase 

through the Family Assistance Program will help her be 
able to go for walks with her family and to the park with 

her peers and enjoy the outdoors.

— Roberta Lister, mother of Skylar (MPS IIIB) 

“ ”
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24   |  NATIONAL MPS SOCIETY • CELEBRATING 50 YEARS

Lynn Paquette
Shana and Dan Parker
Brittany Parlow
Sherie and Warren Parr
Judith Patrick
Emily Patterson
Christopher Paulicelli

Laura Pearce
Paula and Fred Pedro
Jeff Pelzer
Linda Perrella
John Perry
Charles Peters
Kelly Peters
Allain Petersen
Melinda Pettit
William Pettit
Claire Piazza
Jolene and Tadd Piefer
Stephen Pierce
Pincrossing at the 
Railroad Street Bar & 
Grill
Judy Pinsonnault
Laura Pisani
Linda and Lamar 
Pittman
Julie Poindexter
James Popp
Sam Portnoy
Linda Post
Emily Potter
Monica Prendergast
John and Kathleen Price
Kimberly and Billy 
Pruett
Shannon Prutch
Vijay Pulijal
Steven Puzio

Mark Pyper, Esq.
Felicidad Quilo
Stephanie and Edmund 
Rabuse
Nick and Ann Marie 
Raddell
Kellie and Correy Rahn

Mary Raimondo
Mercedes Ramirez 
Johnson
John and Deborah Ratto
Jenessa Reid
Jeffrey and Deb Reinke
Michael Remington
Dan Remington
Amanda Reuter
Elizabeth Reyes
Joanne Richardson
Joseph and Aurie Riley
Cindy Riling
Caitlin Rinehart
Becky Ritz
Susan Rizzo
Parise Robichaud
Jennie Robin
Delores Rodriguez
Kyrsten Rodriguez
Roxane Romanick
Richard and Darlene 
Rome
Richard and Judith 
Rosenberg
Jill Rosenthal
David Rosenthal
Christine Ruiz-
Castaneda
Lyssa Rupert
Danielle Rush
Thomas Russell
Ronald Russell

Maggie Sainio
Edward and Christy 
Saling
Muzzy Samantha
Lourdes Sanchez
Michelle Sanchez
Monica Sanchez
David and Elizabeth 
Sang
Steven Sansone
Darrell and Patty Saylor

Grace Scarpato
Shawn Schatzle
Carrie Scheldroup
Donald and Janet 
Schmidt
Jeanine Schmidt
Norma Schoen
Catherine and Peter 
Schreiber
Meredith Schwerdt
Paul Scott
Linda Scotto
Nicole Scully
Kristy SeBlonka
Giselle Secor
Sedgwick
Mary Seegert
Michael Sendlinger
Richard Sentochnik
Nancy Sforza
Kerry and Josephine 
Shamaly
Greg Sharrits
Robert Sheridan
William Sherrill
Lillian Shields
Stephanie Shirey
Patricia Shore
Kyle Siegfried
Danielle Signor
John and Kathleen 
Simpson
Julie Simpson

The Siragusa family
Anne and Bob 
Siudzinski
Haldri Ann Sjovold
Chad and Erin Slone
Bob Smith
Joan Smith
Stacey and Cory Smith
Thomas and Elaine 
Smith
Kevin Smolensky
Carol Snarey
Jamie Soileau
Jaquelin Solis
Kristin Soliz
Ashley Somenzi
Nicole Sordello
Ka Sore
Larry and Janice Spadt
Wendy Spaulding
Jessica Stankard
John Stanton
Brittney Starzee
Karen Stebner
Fred Stein
Anna Sterioti
Theresa Stoveken
Nancy Stringham
Denise Sundeen
Jennifer Sutton
Barbara Swann
Daren Sweeney
Taylor Tang
Mark Taylor
Blake Teehan
Kaylan Tenney
Mary Terrell Parnell
James and Melissa 
Thomas
Herald Thorsrud
Matt Thura
Derek Todd
Rebecca and Jason Todd
Laura Tovar
Jacques Tremege
Carol Treutlein
Sherri and Alan Tribuzio
William and Faye Trotter
Kevin Troy
Donna Truskowski
Wing Han Tsang
Jenny Tuttle
Daniel Tyminski
United Way of Central 
New Mexico
Michael Vailas
Eileen Valles
Sydney Valone
Jana Vanden Branden

Cynthia Varacalle
Charlie Vaughan-Griffith
Elizabeth Vielhauer
Samuel Villalobos
Desiree Vogt
Mike Walker
Chad and Kathleen 
Wallace
Linda Wallace
Sheila Wallin
Chantell Walters
Jonathan Waltman
Andrea Walton
Charlotte Warren
Justin Waynick
Donna Weaver
Larry and Cindi Weaver
Kyle Wedinger
Lisa Wegner
Dr. Cara Weismann
Tracy Welch
Riley Welsch
Joan Werner
Annie Wetter
Mary White
Virginia Whitehouse
Aloma Whitley
Belinda Whorton
David Wiese
Heidi Wilcox
Joseph Williams
Joseph and Jacqueline 
Williams
Kevin Williams
Terry Williams
Sheila Wilson
Matthew Wilson
Bob Winkel
Margaret Witt
Victor Wong
Robin Wright
Judy and Mansour 
Yamin
Tricia Yarter
Robert and Janice Yates-
Valone
Michael Yocum
Marcus and Angela 
Young
Sarah Young
Jacob Zadaker
Priscilla Zaehringer
Fanny Zambrano
Samuel Zamet
Anne Zepp
Rosemary Zipf
Nicole Zuccaro
Debra and Dennis Zurek
Angela and Roger Zylstra

Contributors

Jason Madison (MPS II) and Scott HopkinsMaggie Rose (MPS I)



2024 ANNUAL REPORT  |  25
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Scientific Advisory Board

CHAIRMAN
Lisa P. Todd (MPS II parent)
lisa.todd@mpssociety.org

VICE CHAIRMAN
Steve Holland (MPS I parent)
steve.holland@mpssociety.org

TREASURER
Lynn Hopkins (MPS I parent)
lynn.hopkins@mpssociety.org 

SECRETARY
Maureen Cote (MPS VI aunt)
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Lisa Berry, CGC (MPS advocate)
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Tamara Cullere (MPS I parent)
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rebecca.dophiede@mpssociety.org
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patricia.espinal@mpssociety.org
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carl.kapes@mpssociety.org 
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stacey.montgomery@mpssociety.org 
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Lachlan Smith, PhD
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AT LARGE MEMBERS
Alessandra d’Azzo, PhD
Robert J. Desnick, MD, PhD
Patricia I. Dickson, MD
Amy Gaviglio, MS, CGC
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Mark E. Haskins, VMD, PhD
William G. Mackenzie, MD
Adriana M. Montaño, PhD
Joseph Muenzer, MD, PhD
Matthew Pendleton, PhD
Beth A. Pletcher, MD
Mark S. Sands, PhD
Edward H. Schuchman, PhD
William S. Sly, MD
Lachlan J. Smith, PhD
Richard Steet, PhD
Steven U. Walkley, DVM, PhD
Klane K. White, MD
Chester B. Whitley, MD, PhD
John H. Wolfe, VMD, PhD

PRESIDENT AND CEO
Terri L. Klein, CNPM, MPA
terri@mpssociety.org

CHIEF OPERATING OFFICER
Sharon King
sharon@mpssociety.org

CHIEF SCIENTIFIC OFFICER 
Scott Loiler, PhD, CSO
scott@mpssociety.org

DIRECTOR OF SCIENCE & 
RESEARCH (through May 2025)
N. Matthew Ellinwood, DVM, PhD
matthew@mpssociety.org

COMMUNICATIONS DIRECTOR  
Amber Adams, MS
amber@mpssociety.org

PATHWAYS PROGRAM  
DIRECTOR
Carol Bryant, MSW, LCSW 
carol@mpssociety.org

PATHWAYS PROGRAM  
CARE MANAGER  
Evelyn Fisher, MSW, GC
evelyn@mpssociety.org

ASSOCIATE DEVELOPMENT 
DIRECTOR
Bethany Greene
bethany@mpssociety.org

DIRECTOR OF DEVELOPMENT 
Wendy Spaulding, CNPM, MBA
wendy@mpssociety.org

DIRECTOR OF DEVELOPMENT 
(through Sept. 2024) 
Amy Downen

DIRECTOR OF FAMILY SUPPORT  
Leslie Urdaneta, MSW, LCSW
leslie@mpssociety.org

ADMINISTRATIVE SPECIALIST/
GIFT PROCESSOR
Tivianna Webster
tivianna@mpssociety.org

ADMINISTRATIVE SPECIALIST 
(through March 2025)
Joseph Jackson 

CONTROLLER
Angela Guajardo 
angela@mpssociety.org
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MPS I
MPS I H Hurler

MPS I S Scheie

MPS I H-S Hurler-Scheie 
Enzyme / a-L-Iduronidase

MPS II
MPS II Hunter 
Enzyme / Iduronate sulfatase

MPS III
MPS III A Sanfilippo A 
Enzyme / Heparan N-sulfatase

MPS III B Sanfilippo B 
Enzyme / a-N-Acetylglucosaminidase

MPS III C Sanfilippo C 
Enzyme / Acetyl CoA: a-glycosaminide 
acetyltransferase

MPS III D Sanfilippo D 
Enzyme / N-Acetylglucosamine 
6-sulfatase

MPS IV
MPS IV A Morquio A 
Enzyme / Galactose 6-sulfatase

MPS IV B Morquio B 
Enzyme / b-Galactosidase

MPS VI
MPS VI Maroteaux-Lamy 
Enzyme / (arylsulfatase B) 
N-Acetylgalac-tosamine 4-sulfatase

MPS VII
MPS VII Sly 
Enzyme / b-Glucuronidase

MPS IX
Enzyme / Hyaluronidase

ML II/III
ML II I-Cell

ML III Psuedo-Hurler polydystrophy 
Enzyme / N-acetylglucosamine-1-
phosphotransferase

Mucopolysaccharidoses (MPS) and Mucolipidosis (ML) are genetic 
lysosomal storage diseases (LSD) caused by the body’s inability to 
produce specific enzymes.

MPS & ML CLASSIFICATIONS

Pictured on the cover: Carol Bryant with the Lopez brothers (MPS IVA)

MISSION

The National MPS Society exists  
to cure, support, and advocate 

for MPS and ML.

P.O. Box 14686
Durham, NC 27709-4686

877.MPS.1001
919.806.0101

MPSSOCIETY.ORG

Follow us!


