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While 2018 was a fabulous year, I am even more 
excited about our opportunities in 2019.MISSION

The National MPS Society exists to cure, 
support and advocate for MPS and ML.
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Our MPS and ML team is honored to serve our 
members and the broader rare disease community.



The Society is a trailblazer in rare disease research. In 
2018, we awarded more than $550,000 in grants to the 
world’s leading researchers. This was made possible 
by the incredible dedication of our families, donors and 
the board of directors at fundraising events nationwide. 
In the last 20 years, the Society has funded more than 
$9 million in research. These are funds provided by 
you—our members, donors and supporters. Because 
of your generosity, we funded cutting-edge research 
in hematopoietic stem cell transplant, gene therapy, 
substrate degradation, animal models of MPS diseases, 
chaperone therapy, skeletal deprivation, blood assay 
development and inflammatory responses science. It is 
an exciting time in the world of medical advancements; 
we have witnessed the most clinical trials and research 
for MPS and ML diseases than ever before. Your 
support has been critical to this success. 

The Society recognizes the importance of collaboration 
with other organizations and the funding of pivotal 
research. This collaboration exponentially increases the 
potential to identify and remove key scientific obstacles 
within our diseases which will lead to treatments and, 
ultimately, cures. These partnerships include various 
MPS family foundations, lysosomal disease advocacy 
organizations, the National Institutes of Health (NIH), 
the Lysosomal Disease Network, the University of 
Pennsylvania/Million Dollar Bike Ride and our sister 
MPS organizations within the International MPS Network 
(IMPSN).

A major highlight of 2018 was our hosting of the 15th 
International Symposium for MPS and Related Diseases. 
More than 1,000 attendees traveled to San Diego, 
CA, to participate in a global collaborative meeting. 
The family and scientific conferences were hosted in 
tandem, with many attendees flowing freely throughout. 
Scientists and industry stakeholders were provided 
three days of networking opportunities to stimulate 
research and guide future actions in addressing MPS 
and related diseases. In addition, new insights for 
breakthrough science in gene therapy and gene editing 
outcomes were presented. During the symposium, the 
“Life Achievement Awards in Science and Advocacy” 
were awarded to Mark Haskins, VMD, PhD, and Flavio 
Bertoglio, president of Italy’s MPS Society. This award 
is meaningful, as it was voted on by their peers from 
around the world.  

THE NATIONAL MPS SOCIETY CONTINUES to be a global leader and advocate in the fight against MPS 
and ML. In 2018, the Society continued to maintain its crucial role in global initiatives and secured major gains 
by bridging our core goals among our primary stakeholders.

A major role of the National MPS Society is to bridge 
advocacy gaps for our families with local and federal 
government agencies. This includes providing testimony 
to the Federal Drug Administration (FDA), and meeting 
with the NIH. In late 2018, we met with the NIH and 
other MPS-related foundations (Team Sanfilippo 
and The Ryan Foundation) to identify, discuss and 
build pathways for implementation of compassionate 
allowance drug access to children and adults with  
rare diseases. 

The Society strengthened its alliance with global MPS 
organizations. Terri Klein was nominated to the board 
of directors as the first co-chair for the IMPSN, a global 
MPS collaborative tasked with fostering underserved 
countries and gaining key knowledge and insight to 
expand opportunities for multi-center clinical trials. 

Once again the Society was recognized as a national 
leader among charities. For the eighth year, we received 
the coveted Four-Star (exceptional) rating from Charity 
Navigator, an independent charity evaluator, indicating 
that we operate and perform in the most fiscally 
responsible way. We are in the top 3% of charities 
nationwide, outperforming most in the United States. 
This rating illustrates our dedication to program  
funding. This past year, we awarded one of the highest 
levels of research program funding and enhanced our 
internal family support programs with the continuation 
of our Pathways program and the addition of our 
Bereavement Expense program. 

As you review the 2018 Annual Report, we hope you 
note the accomplishments from our board of directors 
and committees. We can only deliver our mission 
because of the countless hours our volunteers provide 
to help our families. 

As we transition to the new year, we expect 2019 to be 
a year of continued growth for the Society with a strong 
foothold in the global MPS and ML community. The world 
has focused on the United States, by fostering key MPS 
clinical trials, leading the world in newborn screening 
for rare diseases and mentoring underserved countries 
through educating MPS families via humanitarian 
programs. The future possibilities are limitless! 

LISA P. TODD, chairman, board of directors
TERRI L. KLEIN, president and CEO 



Governance Committee
THE GOVERNANCE COMMITTEE plays a crucial role in the National MPS Society’s overall guidance and 
direction by reviewing staff and board member resources, identifying gaps in service delivery, and working to 
improve overall performance. This is accomplished through several key initiatives, such as annual compensation 
and benefit evaluation, board member reviews and board election oversight.

This year began with a full review of staff compensation 
and benefits, resulting in modifying the structure of the 
staff’s benefit plans to ensure the Society remains a 
competitive employer.  

The committee also determined that board members 
could benefit from coaching and training to assist 
in achieving their goals, as well as holding them 
accountable for their performance.  

To obtain this feedback, board members completed an 
evaluation of the board as a whole, a self-assessment 
review of their own performance and separate 
anonymous evaluations for each of their peer board 
members. This evaluation process provided each board 
member an opportunity to communicate objectively and 
openly discuss strengths and weaknesses, ensuring 
alignment with the Society’s identity, mission, values 
and goals.  

Our 2018 annual board election process was completed 
in late fall. Prior to the member voting process, the 
committee completed a vigorous vetting process of 
all applicants to identify a selection of high-quality 
candidates. With great excitement, the board welcomed 
three amazing new members with terms beginning 
in 2019: Sheri Wise, Shelby Lyon and Cristol Barrett 
O’Loughlin.

2018 INTERNATIONAL MPS NETWORK MEETING, SAN DIEGO, CA
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This is my second stint on the Society’s board of directors, the first one 
in the early 2000s. There has been one constant that I have observed: 
the can-do attitude of the board of directors. It is the hallmark of the 
National MPS Society. They go the extra mile, and then the mile after 
that. The board, acting together with our wonderful staff, have had a 
huge impact on the families we serve. 

Through our fundraising efforts and with big hearts, we achieve our 
mission. The Society has kept its attention focused on what matters 
most—the members who are affected by MPS and ML. We are a 
patient-centered organization that funds critical research through global 
collaboration. The Society maintains a strong foothold in the MPS arena, 
both here in the United States and internationally.

LARRY KIRCH, National MPS Society board of directors, MPS IIIA parent

”

“



Family Support Committee
SUPPORTING OUR FAMILIES strengthens our community and fulfills our mission. Through a variety of programs, 
the National MPS Society assists families and individuals throughout their journeys and enables them to reach goals, 
meet needs and participate in life-enriching programs. 

The Bereavement Expense Program started in response to an unmet need of limited financial resources available 
to families experiencing the loss of a loved one from MPS or ML. This program began in 2018, providing grants to 
families to assist with funeral costs or other final expenses. 

Working on a global level, family support included new and increased partnerships between countries. The 
Society’s expanded reach provided access to humanitarian programs for approved treatments and established 
connections for referral. At our families’ request, the Society implemented strategies and assistance to provide 
direct tissue donation to researchers. Utilizing third-party, nonprofit sources, tissue donation fostered international 
research opportunities. 

With a grant from the National MPS Society’s Family Assistance Program, 
Jett received a pair of hearing aids. These will help him to socialize, work 
and communicate, and enable him to stay connected to the outside world. 

CLAIRE TRAPPE, mother of Jett (MPS I)

Family Assistance Program
• Approved six applications, totaling $15,491. 
•  Items funded included hearing aids, wheelchair lifts, 

vehicle valet seat and eyeglasses. 

Medical Travel Assistance Program
• Approved 23 applications, totaling $11,527. 
•  Combined travel and lodging to increase eligibility to 

$750 per applicant.

Journey Assistance Program
• Approved three applications, totaling $783. 
•  Funds awarded assisted families in obtaining an iPad, 

home pest control, and a chair for home infusions and 
treatments. 

Bereavement Expense Program
• Approved nine applications, totaling $4,500. 
•  New program for 2018, providing assistance with final 

expenses for an individual with MPS or ML. 

Investments of nearly $120,000 provided support to families in 2018 through the following programs 
and initiatives:

Conference Scholarships
•  Awarded scholarships to assist 41 families and 

adults with MPS and ML to attend the International 
Symposium, totaling $41,576.

Continuing Education Scholarship Program
•  Awarded 30 scholarships to students, totaling 

$37,500. 
•  Awarded two Jeffrey Bardsley Scholarships to 

individuals with MPS, totaling $10,000. 
•  Implemented a lifetime cap on the CED program of 

$4,000 to increase availability of these scholarships to 
new applicants (not applicable to the Jeffrey Bardsley 
Scholarship award). 

Extraordinary Experiences Program 
• Awarded four grants, totaling $3,777. 
•  Grants awarded to assist three individuals with MPS 

to attend educational conferences outside of the 
International Symposium and for an individual to 
attend a unique football event experience.

Regional Social Events 
•  Provided funding to support events in Ohio, Illinois 

and Texas, totaling $2,035. 
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•  Submitted position statements on the following: 

 1.  Opposition letter for the “Right to Try Act”—
legislation did not include primary barriers to 
treatment access outside of the clinical trial design 
and removed the Food and Drug Administration 
approval and consultation.

 2.  Open letter for the Partnership to Improve 
Patient Care to inform CVS Caremark that the 
United States has considered and rejected any 
unacceptable discrimination against patients with 
disabilities. It is recommended that CVS Caremark 
not use incremental cost-effectiveness ratio 
measures for treatment.

•  Increased newborn screening awareness opportunities 
with collaborations led by EveryLife Foundation and 
patient advocacy within individual states. 

Advocacy Committee
ADVOCACY IS ONE OF THE BEST WAYS for our rare disease community to share its stories with lawmakers and 
policy influencers, who are empowered to make a real difference on a federal level. Federal policies can increase life-
saving medical research and access to care for our MPS and ML patients.  

The Advocacy Committee focuses on a number of goals throughout the year, including regular calls to action on 
rare disease legislation, disseminating carefully crafted appropriations language to spread our message to new 
members, collaborating with the rare disease community as a whole, conducting advocacy training webinars and 
growing and fostering relationships with key decision makers.

In 2018, the Advocacy Committee: 

•  Facilitated Capitol Hill visits with 44 advocates 
meeting with 51 legislators over two days to advocate 
for the OPEN Act and increased NIH funding for MPS 
and ML diseases.  

•  Provided onsite training in Washington, DC, for our 
Speaker’s Bureau Program.   

•  Hosted four 30-minute advocacy training webinars: 
MPS Advocacy: Preparation for Meeting with Your 
Legislator; How to Tell Your Personal Story; Letters to 
the Editor and Social Media Advocacy; and Finding, 
Meeting and Cultivating a Relationship with Your 
Lawmaker. These webinars can be accessed on our 
website for continuous training. 

•  Created membership and public awareness action 
alerts to support the following: Medicaid formulary 
access for rare disease patients; the Lifespan Respite 
Care Program; the National Family Caregiver Support 
Program; and the RARE Act of 2018.

•  Attended the following advocacy and networking 
conferences: 14th Annual WORLD Symposium; COPA; 
NORD Rare Awards Gala; EveryLife Congress on 
newborn screening; Global Genes 2018 RARE Patient 
Advocacy Summit; NORD Patient Summit.

As I reflect on the important tasks the Advocacy Committee was 
challenged with in 2018, I realize that our goals are common ones 
shared across the globe. We meet with Congress to continually remind 
them that our loved ones with MPS and ML need their help. Educating 
our government is key for continued financial and healthcare support, 
as well as for funding as new science emerges. In 2018, the Advocacy 
Committee continued to advocate for NIH and FDA funding, for newborn 
screening, and for bills that could result in more treatments and cures 
for MPS and ML—the ultimate goal for all families everywhere. 

MARY CAVANAGH, mother of Scott (MPS IVA)

”
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NORTH CAROLINA NEWBORN SCREENING APPROVAL MEETING
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Education and Publicity Committee
THE NATIONAL MPS SOCIETY CONNECTS AND ENGAGES with the MPS and ML communities through 
education and publicity efforts. Through social media, educational materials, and printed publications and promotional 
materials, the Education and Publicity Committee actively seeks new and innovative ways to involve our members and 
increase public awareness.

In 2018, the National MPS Society hired a communications director to expand committee reach through increased 
social media, updated educational materials and enhanced email marketing efforts. The Education and Publicity 
Committee focused on global community awareness as it helped the Society prepare for the 15th International 
Symposium on MPS and Related Diseases.

In 2018, the Education and Publicity Committee: 

•  Increased efforts to raise awareness for International 
MPS Awareness Day, May 15.

•  Increased e-Courage subscriptions to more than 
1,700 members. e-Courage is a monthly electronic 
newsletter. 

•  Implemented the return of the printed Courage 
publication. Distribution of the publication resumed  
in December. 

•  Updated the National MPS Society brochure and 
e-Courage online newsletter.

•  Began a comprehensive revision of the fact sheet 
library for the MPS and ML community. 

•  Developed a full marketing plan to provide publicity 
for the Society on important initiatives including: 
advocacy visits, newborn screening and the 15th 
International MPS Symposium for MPS and Related 
Diseases.

•  Created new strategies and restructured the 
committee. Our new Education and Publicity 
Committee is comprised of four sub-committees: 
Content Development, Design Development, MPS 
Awareness Day and Strategic Planning. This was 
done to develop a more meaningful delivery of key 
communications.

WHITECOTTON FAMILY (MPS II)
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Join us on May 18, 2019

THE MANSION ON O STREET

2020 O ST NW, WASHINGTON, DC 20036

6:00–11:00 PM

Dare to be 
Different

NATIONAL MPS SOCIETY CELEBRATES

NATIONAL MPS SOCIETY  |  DECEMBER 2018

MPS PATHWAYS
This essential program provides support and resources to  families whose children are  newly diagnosed.  

PAGE 11

FUNDRAISING MILESTONES
Tireless efforts of Society members and supporters continue to raise record-breaking funds to support our mission. 

PAGE 16

RESEARCH
The Society will fund $550,500 in research grants to find cures and develop therapies. 

 

PAGE 38

COURAGE

The International MPS Network is a global collaborative of patient 
advocacy groups that support the well-being of those affected by MPS 
and related diseases, and promotes public and professional awareness 
worldwide. As a united voice, the International MPS Network can play a 
significant role in patient advocacy to advance research, treatments, 
diagnostics and patient care. 

In 2018, The International MPS Network took a bold step by electing a 
board of directors to move the mission and mandate of the International 
MPS Network forward. 

The Canadian MPS Society is proud to join efforts with our global 
partners, including the National MPS Society, to develop clear pathways 
for sharing information and best practices and enhancing our global 
communications to further our mission. Together, we are stronger.

KIM ANGEL, executive director, Canadian MPS Society

”
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Adult Resource Committee
WITH AN INCREASING NUMBER of individuals with MPS and ML living into adulthood, the Adult Resource 
Committee (ARC) developed to focus on unique issues among this population. The ARC provides a way for adults with 
MPS and ML to have a voice within the National MPS Society and encourages the efforts of physicians, families and 
friends to provide support. 

Though it is a recent endeavor, the ARC has developed a solid groundwork for increased advocacy and efforts 
by individuals with MPS and ML, both within the ARC and the Society as a whole. Increased involvement remains 
a critical objective in setting goals for the upcoming year. The ARC provides an opportunity for adults to voice 
individual and collective needs, transition to increased independence and develop strategies for communicating 
with external supports.

AUCTIONING QUILT FOR ARC PROGRAMS: JENNIFER KLEIN 
(ML III), SHERI WISE (MPS IVA), JASON MADISON (MPS II), 
ERICA THIEL (MPS I), AND TERRI KLEIN

JEREMY GATTA (ML III)

JOCELYN WONG (MPS IVA)

KENDRA GOTTSLEBEN (MPS VI)
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2018 ARC highlights:

•  Completion of a “Road Kit” that provides information 
and resources for adults and those transitioning into 
adulthood. Distribution of Road Kits will begin in 2019.  

•  Worked with adults on a global level to host sessions, 
panel discussions and breakout events at the 15th 
International Symposium on MPS and Related 
Diseases.  

•  Increased planning and coordination of upcoming 
efforts to drive awareness and advocacy relevant to 
needs of the adult population. 

•  Developed adult-specific informational materials 
and provided content for updates of other Society 
literature.

TRACY MARIE GREENBERG (MPS IVA)

SELECTED MEMBERS



Pathways Committee
THE NATIONAL MPS SOCIETY’S LONG-TERM VISION includes expanding ways to  
provide direct services to families in need throughout their journey with MPS or ML. The Society  
maintains this forward-thinking approach by providing services of skilled social workers who  
travel the country to meet with newly diagnosed families. 

Meeting families and offering assistance at critical times enables the Society to expand its reach into other areas of 
support. In 2018, the Pathways program completed its first full year of operation, with two staff members and more 
than 80 families enrolled in the program. 

Pathways provides a high level of support and education to families and individuals throughout the first year of 
diagnosis. Home visits maximize the opportunity to connect and provide meaningful, compassionate and direct lines 
of support. The Pathways team links families with local and national services, working to ensure they receive high 
quality care. Families are provided tools to equip and strengthen them to manage care and establish resources as 
they move forward on their MPS journey. 

In 2018, Pathways:

•  Provided services to 84 families in their first year of 
diagnosis.

•  Conducted 42 face-to-face visits with families in their 
homes or at the hospital. 

• Completed year-long services with 43 families. 

•  Averaged three to four newly diagnosed family 
referrals to the program each month. 

• Developed program management materials and tools. 

•  Implemented program surveys to evaluate progress 
and understand unmet needs of newly diagnosed 
families. 

• Completed visits in 29 states. 

•  Generated new materials and created a new branding 
logo to represent the program.

JEREMIAH (MPS I), MARINA MORENO AND COREEN GRAY

As a newly diagnosed family, we were so heartbroken and lost at the 
beginning. It was such a blessing to receive support, information and 
encouragement from the Pathways program, as well as connect with the 
National MPS Society. Finding community and support through Pathways 
was and is such a huge help for us, and we now refer and share 
Pathways with other families across the country. To know that we’re not 
alone through this difficult journey has equipped and educated us, and it 
makes it a little less overwhelming.

LINDA HEARD, mother of Faith (MPS I) 

”

“

7



Research Grants
RESEARCH REMAINS PARAMOUNT to the National MPS Society’s mission: to find cures for MPS and ML. Grant 
funding, research partners, and collaboration ensure key efforts toward a better future for all affected. 

For decades, the Society has been funding research 
projects that directly advance our mission to find 
cures for MPS and ML. In 2018, the Society’s research 
program allocated one of the highest levels of funding 
for life-saving and life-changing research. 

The National MPS Society allocated and invested more 
than $550,000 in total grant funding in 2018, which 
includes second-year funding for grants awarded in 
2017, and $100,000 in partnership with the University of 
Pennsylvania through the Million Dollar Bike Ride. The 
Society also committed $25,000 to the University of 
Minnesota, Lysosomal Disease Network for continued 
Core Imaging Research with the NIH. The funding the 
Society provides has been, and continues to be, critical 
as we move forward with our mission to find cures.

We received 32 letters of intent from researchers around 
the world this past year. After reviewing the letters, our 
Scientific Advisory Board review committee requested 
full grant proposals from 16 researchers. Projects 
selected include research for syndromes in desperate 
need of funding. Sanfilippo research received $320,000 
and Mucolipidosis received $90,000. Other projects 
include substrate degradation enzyme therapy for  
MPS IVA and critical safety studies for MPS I corneal 
gene therapy.

2018 INTERNATIONAL SYMPOSIUM ON MPS AND RELATED DISEASES: 
MARK HASKINS, VMD, PHD, AND PATRICIA DICKSON, MD
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As researchers, we usually tell the stories of our work, whether to the community or through 
publications, as focused narratives that make the positive results seem self-evident, foregone 
conclusions. What we don’t convey often enough is the trepidation we feel about sustaining our 
research projects, our careers and our focus on rare diseases. Over the years, the National MPS 
Society has been a lynch pin that has ensured that careers and research focused on MPS diseases 
were viable and sustainable. Now more than ever, the research community needs the resources and 
leadership of the Society so we can continue to make progress for MPS patients and families.

MATTHEW ELLINWOOD, DVM, PhD, chairman, 2019 Scientific Advisory Board

”
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2018 Two-Year Grant  
Award Recipients 
Dr. Heather Flanagan-Steet 
$90,000 general grant 
Greenwood Genetic Center 
Greenwood, SC 
“Cysteine Cathespins as 
Therapeutic Targets in 
Mucolipidosis II”

Dr. Kim Hemsley   
$90,000 general grant
SAHMRI
Adelaide, Australia 
“A Window to the Sanfillipo Brain: 
Visualizing Experience-Dependent 
Plasticity in MPS IIIA Mice”

Dr. Kazuki Sawamoto   
$75,000 MPS IV grant 
Nemours Biomedical Research 
Alfred I. duPont Hospital
Wilmington, DE
“Substrate Degradation Enzyme 
Therapy for MPS IVA”

This innovative research could not be accomplished without the selfless commitment of our global MPS 
scientists. Our commitment and dedication to advancing our mission through these partnerships is 
highlighted in these carefully chosen and pivotal research projects: 

Dr. Laura Hewson   
$60,000 MPS III grant
University of Australia
Adelaide, Australia 
“Purine Metabolic Enzymes as 
Therapeutic Targets in Sanfilippo 
Syndrome”
  
2018 One-Year Grant  
Award Recipients
Dr. Timothy Wood   
$30,000 MPS I grant
Greenwood Genetic Center
Greenwood, SC 
“Functional Analyses of IDUA 
Sequence Variants – MPS I”

Dr. Brian Gilger   
$30,000 MPS I grant 
NC State University 
Raleigh, NC 
“Safety Studies for Corneal AAV-
IDUA Gene Therapy to Reverse 
Corneal Blindness in MPS I”

Lysosomal Disease Network  
$25,000 multi-syndrome grant
University of Minnesota
Neuroimaging Core NIH Project
 

2017 Second-Year Grant  
Award Funding  
Dr. Allison Bradbury 
$15,000 Mucolipidosis grant
University of Pennsylvania
Philadelphia, PA
“AAV Gene Therapy in a Feline”

Dr. Charbel Moussa  
$67,500 MPS III A grant
Georgetown University
Washington, DC
“The Effects of Tyrosine Kinase 
Inhibition on MPS IIIA Mice”

Dr. Chet Whitley   
$35,000 MPS IVA grant
Regents of the University of 
Minnesota
Minneapolis, MN
“Neurocognitive and Neuroimaging 
of Morquio Syndrome” 
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15th INTERNATIONAL SYMPOSIUM     ON MPS AND RELATED DISEASES

The scientific program provided an overlay of the 
following topics: disease pathophysiology, diagnostics 
and biomarkers, clinical research and trials, and 
preclinical therapy developments. Through global 
abstract submissions, the organizing committee 
ensured new scientific discoveries and ground-breaking 
research would be revealed. Eighty-eight scientific 
posters were selected and presented over two days. It 
was an opportunity to witness scientific success and 
remain awestruck at their achievements.  

The family program was held in tandem over the next 
three days and included the following key topics: 
21st Century ecosystems and scientific challenges; 
cardiac and bone management; newborn screening; 
neurobehavioral symptoms in clinical trials; rare 
disease drug development; gene therapies and 
second generation therapies; combination therapeutic 
approaches; pediatric to adult transitioning. Preceding 
the family conference, a full-day meeting was held on 
Sanfilippo Syndrome, emphasizing efforts for diseases 
that do not have an approved therapy. 

The symposium drew more than 50 adults with MPS 
and related diseases from around the world to San 
Diego. Adult keynote speakers opened the symposium 
using hope as a theme among the attendees. A boat 
tour and meet-up provided the adults with multiple 
opportunities for networking and exploring the beautiful 
western coastline of the United States. 

“When a number of researchers and key stakeholders 
asked us to host the International Symposium again, 
I realized the National MPS Society succeeded at 

delivering one of the most successful events,”  
said Terri Klein, president and CEO, National MPS 
Society. “We are proud that this inspirational platform 
allowed attendees to picture a future where newborns 
are screened for MPS and related diseases and  
clinical trials and therapies exist for parents to save 
their children.”

LAST SUMMER, THE NATIONAL MPS SOCIETY HOSTED the 15th International Symposium for MPS and 
Related Diseases in San Diego, CA. This biannual meeting provides the sole opportunity to formally bring together all key 
stakeholders of the international MPS and ML community. The 2018 symposium was the largest attended event in its 
history, with more than 1,000 patients, families, researchers, physicians, industry partners and volunteers. In tandem,  
the symposium provided both a scientific and family conference.

Our field has seen a tremendous transformation over the past three 
decades. Ask an old timer to tell you what it was like at the beginning, 
before enzyme therapy and bone marrow transplantation changed the 
face of some forms of MPS. It has not been easy, and we have lost 
many along the way. But, we’ve also watched children never expected 
to reach adulthood do just that. Now, with an enzyme therapy and cell 
transplantation to gene therapy and gene editing, it seems as though  
we are again on the edge of a new frontier.

PATRICIA DICKSON, MD, Symposium Scientific program chairman 

”
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15th INTERNATIONAL SYMPOSIUM     ON MPS AND RELATED DISEASES

When my daughter was diagnosed with MPS IV in 2006 at 4 months 
old, it seemed the wheels of research were at a crawl. But that changed 
and the pace continues to increase year after year. It is awe-inspiring to 
witness more than 13 years of basic research translating into treatments 
and potential cures for MPS and ML. This investment in our future 
started more than 44 years ago, when a small group of parents came 
together initially to just support one another, which led to a focus on 
seeding promising research and advocating at the federal level for NIH 
grants. Though progress moved slowly in the beginning and for many 
years, the last 10 years has been beyond my expectations. My dreams for 
what can be accomplished have grown exponentially. I feel blessed to 
be just a small part of the process through advocating and fundraising 
with the National MPS Society, an organization that has a history built on 
hope turned into action and realized clinical trials and therapies.  

Passion to push beyond expectations will help us achieve all that still 
needs to be done. Chairing the 15th International Symposium on MPS 
and Related Diseases in the United States was an honor. We were able 
to bring together global collaboration and research, all while being 
transparent and serving our patients and their families. Keep faith, 
keep striving, keep dreaming and creating. It is more than possible to 
change the course of this disease. We created new pathways at the 
symposium. It has been a blessing (in disguise!) and a life-changing 
experience, to be a part of this community. But I have also had to watch 
the reality of so much loss. My perspective has changed and I cherish 
all the memories of those we have lost. Our MPS angels fuel the urgency 
and passion to keep moving forward to create global change and provide 
treatment access to every baby diagnosed with MPS. Forty-four years is 
a lifetime, but science has changed how we will tackle the decades to 
come. The Society will be front and center collaborating and creating 
necessary change to save lives.

STEPHANIE BOZARTH, symposium chairman, MPS IV mother

”
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Fundraising Committee
THE TRUE MEASURE OF SUCCESS for any nonprofit organization is the level of support it receives from its 
members and benefactors. Through increasing generosity and commitment, donors and benefactors of the Society 
drive growth and expansion of programs and outreach each year. In 2018, the Society hosted major national events in 
San Diego, CA, Napa, CA, San Antonio, TX, Babylon, NY, and several other cities. In addition, the Society teamed up for 
the fifth year in a row with the Million Dollar Bike Ride at the University of Pennsylvania to raise more than $100,000. 

The Fundraising Committee supports the mission of the Society through many programs, such as family 
fundraisers, walk/runs, the Annual Fund, major gifts, planned giving, mobile giving, Courage Pages, our 
Champions Circle, crowd rising fundraisers, social media campaigns, the Combined Federal Campaign, United 
Way, employee giving, and matching corporate gifts and grants. The Fundraising Committee strives to increase 
donations each year and looks forward to the opportunities in 2019.

In 2018, the Fundraising Committee: 

•  Received its eighth four-star charity rating from Charity 
Navigator, representing sound fiscal management and 
commitment to accountability and transparency. This 
“exceptional” designation differentiates the Society 
from its peers and demonstrates to the public it is 
worthy of their trust.

•  Supported an active membership roster of more than 
2,975 members. 

•  Raised more than $530,000 through run/walk and 
fundraising events. 

•  Secured more than $100,000 for MPS and ML 
research from the University of Pennsylvania through 
the Million Dollar Bike Ride. 

•  Hosted three national run/walk events in Napa, CA, 
San Diego, CA, and San Antonio, TX. 

•  Supported more than 30 family fundraisers, including 
sports tournaments, cycling, bake sales, bowl-a-
thons, concerts, bingo, auctions and school relays. 

•  Increased grant writing efforts to secure new sources 
of funding for critical research, family support,  
and our newest programs: Pathways and the 
Speakers Bureau. 

•  Raised $203,359 through the 2018 Annual Fund 
campaign, chaired by Steve, Amy, Maddie and Laynie 
Holland. 

•  Continued efforts to meet with major donors and 
Society friends. 

•  Received Combined Federal Campaign application 
approval. 

•  Hosted 54 Courage Pages (customized, informative 
family web pages for awareness and fundraising) on 
the Society’s website. 

•  Worked with donors to process more than 250 Employee 
Giving Campaign and corporate matching gifts. 

•  Increased awareness for the Rising Sun Legacy Circle 
and processed new planned gifts from trusts and wills.

•  Established the Jenna Marie Richbourg Endowment 
with funds raised through Rise Up for MPS in  
Waco, TX.

POST OFFICE CAFÉ RUN: MARK LESSING (MPS IIIA FATHER)

RISE UP FOR MPS: KEITH AND SHERRI RICHBOURG 
(MPS I PARENTS)
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2018 Fundraising Events
36th Masonic District of 
Pennsylvania Fundraiser,  
hosted by Josh Nay
Adam Podesky Fundraiser,  
hosted by National Jr. Honors Society 
Joseph Case Jr. High School
Anniversary Celebration,  
in honor of Mel and Millie Anhalt
Anniversary Celebration, 
in honor of Jonathan Cino and Shirley 
and Peter Cino
Annual Family Support Program 
Fundraiser, hosted by Junior 
Woman’s Club of Hilton Village, Inc.
Cooper’s Troopers BBQ, hosted  
by Christine Tippett
Do it Fore Dan Golf Tournament, 
hosted by Ray and Amy Miller
Dave Pizzaworks Fundraiser,  
hosted by Keith and Sherri Richbourg
Fundraiser in Honor of Ava Kreme, 
hosted by Fort Recovery Schools
Halk Family Fundraiser, hosted by 
Carla Halk Crain
Holland Caring & Sharing Event, 
hosted by Steve and Amy Holland

Rise Up for MPS, hosted by  
Keith and Sherri Richbourg
Sarah Van Orden 21st Birthday 
Fundraiser, hosted by  
Sarah Van Orden
Toss for Tony Washer Tournament, 
hosted by Katie Willmann
Traveling Through Memories,  
hosted by Michelle Dodson
Virginia Charity Tennis Tournament, 
in honor of Annabelle Bozarth
Volleyball Tournament, hosted by 
Molly Birmingham

2018 Walk/Run Events
Alamo Battle for MPS 5k  
Run & Memorial Walk, hosted by 
National MPS Society
Napa National Run, hosted by 
National MPS Society
San Diego National Run,  
hosted by National MPS Society
Posted Office Café Run,  
hosted by Mark Lessing

Hopkins 9th Annual CAbi Clothing 
Party, hosted by Lynn Hopkins
Houston Kendra Scott Fundraiser, 
hosted by Trisha Jensen
John Thornton’s 16th Birthday 
Fundraiser, hosted by Sheila Thornton
Karina’s Birthday Fundraiser,  
hosted by Luis and Angela Guajardo
Kendra Scott Fashion Island, 
hosted by Lynn Hopkins
Kramer Chili Cookoff, hosted by 
Elizabeth Kramer
Klenke Bowl-a-Thon, hosted by  
Kris Klenke
Mask Concert for a Cure,  
hosted by Dorothy Mask 
Million Dollar Bike Ride, hosted 
by Penn Medicine Orphan Disease 
Center
MPS III Fundraiser in Memory of 
Ryan Mask, hosted by  
St. Paul’s United Church
Mrs. Radcliff’s 3rd Grade Class  
Mini Mall for Taylor Wojnarowski, 
hosted by Lisa Radcliff
Pig Roast, hosted by Knights of 
Pennsylvania, RC

Evan Abel
Ashley Allen
Aaron Athy
Hunter Beam
Ryder Belisle
Colin Berning
Keller Blakeley
Annabelle Bozarth
Tyson Brown
Sam Caswell
Alan Charest
Alex and Nick Cherrstrom
Jackson Dunn-Kraus
Julia Ann Donahue
Antonio Estrada Willmann
Kali Gegenheimer
Shane Gibson
Owen Groesch

Courage Pages at www.mpssociety.org
The following families have their own website through Courage Pages at the 
National MPS Society. Whether hosting an event or raising awareness for 
MPS or ML, these custom pages are an effective way to reach donors and 
help enhance fundraising efforts, with no expense. These inspirational sites 
can be found under the “Give” section of the Society’s home page. 

Karina Guajardo
Faith Heard
Makenzie and Isabella Hardesty
Holland family
Michelle Hopkins
Analynn Hughes
Fiona Humphrey
Kathleen Joyce
Carter Kanney
Beth Karas
Eddie Kimminau
Allison Kirch
Jennifer Klein
Kraig Klenke
Drake Lucas
Shane McGoey
Caleb Michalik
Danny Miller

Maura Mongan
Xavier Patton
Analee Perez
Raymond Pinchak
Hudson Roman
Christopher Sanchez
Elijah Story
Katie Swanson
Madison Thompson
Cooper Tippett
Jack Todd
Easton Walker
Trinity Walker
Michael Whitaker Russell
Scotty Whitecotton
Christian Yard
Emily Yurkins
Roy Zeighami

ALAMO BATTLE FOR MPS 5K
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Fundraising, continued

Lee Ann Adams
Dwaa Al
Bob Allen
Mitch Andreotta
Betty Arceneaux
Emma Armato
Ron Atkinson
Francie Barbella
Aleta Bart
Amanda Bayne
Maurizio Bellassi
Ofeslia Beltrain
Katie Bennett
Jerry Bennett
Nicole Bennett
Darryl Block
Geri Boneske
Jason Boni
Dawn Booster
Rose Bougeois
Austin Bozarth
Stephanie Bozarth
Jefferey Brown
Liz Brown
Rachel Burns
Mariah Campagna
Matthew David Campbell
Adriana Caraballo
Carla Halk Crain
Elyse Cataldi
Anthony Catanzarite
Laura Catanzarite
Olivia Cecere
Jennifer Nicole 
Chambers
Jamie Tarquin Chapman
Andrew Charest
Ruth Clancy
Tela Clancy
Vicki Clayton
Melissa Cleroux
Alayna Coates
Allison Cochran
Iyona Cook
Jodie Costello
Ashley Crist
Jason Cullere
Karen Cutrer
Keena Davis
Nancy Davis-Ramsey
Loren DeSouza
Sue Miller Deuster
Addrea Downs
Jull Duclos
Leslie Duncan
Tamiko Dunson
Mark Dunson
Meghan Eaton

Jennifer Lee Eickman
Wayne Eppenhimer
Amanda Fern
Ashley Ann 
Fortheringham
Ashley Frix
Elizabeth Fry
Jerod Fults
Marcia Galan
Kali Gegenheimer
Tracey Gegenheimer
A.J. Gegenheimer
Lola Gindratt
Miranda Giselle Cesmegi
Kaelin Gontaine
Cassidy Gosey
Kendra Gottslenben
Jessica Grantham
Dewayne Green
Monica Green
Rebecca Green
Andrea Gribble Holliman
Cat Griffith
Megan Griffith 
Brenda Haggett
Bethany Hampton
Jennifer Hardy
Brittney Hartline
Kim Harvey
Laura Harvey
Taylor Harvey
Rhonda Hathcoat Baugh
Jessie Haugen
Andrew Hayes
Linda Stephany Heard
Paul Heard
Kimberly Heichel Forand
Kimberly Heiling
Jennifer Hembree
John Hennebry
Ashley Hills
Melissa Hockenberry
Lynn Hopkins
Eddie Hopwood
Jennifer Howard
Melissa Hurt-Crawford
Nadia Hussain-Atif
Bridget Hysell
Andrea Jackson
Lauren Jacob
Jessie James
Deanne James
Dana James Stapley
Alyssa Jeanne
Justine Johnson
Emily Johnson
Samantha Kali Keenan
Tammy Kassa

Brenna King
Terri Klein
Willis Kleinian
Zach Kramer
Mary Ann Kruse
Susan Elizabeth Ladewig
Tiffany Strickland Lala
Heather Lee
Matthew Lemke
Michael Lewis
Morgan Lewis
William Lewis
Mary Katherine 
Livingston 
Zach Longston
Lissette Lopez-Sanchez
Paul Lorber
Courtney Lynn
Jamie Lynn
Kari Lynne
Will Mallia
Lucas Marcotte
Tatum Marie Knight
Linda Martin 
Stephen Mask
Shannan Rene May
Trisha Anne McClelland
Jessyca Rene 
McCracken
Anna Medeles
Alesix Nicole Meyers
Korin Milucky
Maria Elizabeth Miranda
Piper Dotty Mitchell
Amber Mongan
Lillyana Morrison
Victoria Mortensen
Kathryn Murphy
Aysia Nguyen
Styron Nichole
Ursula Nicole
Roslynn Ofuitt Garvin
Deb Olsen
Katie Orr
Robert Ostwalt
Vangie Par
Amanda Petersen
Stacey Pelver
Angelica Prater
Savannah Prince
Mason Propst
Amanda Sears 
Quesenberry
Michaela Quinn
Steve Radius
Evee Ramirez
Traci Ramirez
Penny Rawlinson Cole

Bonnie Rennanker
Joyce Rhodes-Barrett
Gretchen Riggin
Carmen Rodriguez
Darling Romero
Emma Rotchell
Denis Roubion-Johnson
Katie Royer
Erica Ruiz
Marla Sailor
Shawn Samuelson
Lissette Sanchez
Sara Sedam
Travis Sevilla
Shaina Runs For 
Matthew
Christina Shaughnessy
Elizabeth Stanton Sibert
Katie Simmonds
Julien Tom Simo
Julie Simpson
Niki Dale Simpson
Melissa Skelton
Tessa Skelton
Shantrice Stanley
Dana Stapley
Dianne Stefanic Williams
Heather Stephens
Paige Stolberg

Lynda Sweeney Jondle
Karolina Szarejko
Matt Thompson
Brian Tippett
Dannette Toole
Maria Garcia Tuckett
Cihan Tur
Jennifer Underwood
Leslie Urdaneta
Evelyn Valentine 
Kim Vang
Melissa Verville
Cecille Vincent
Eileen Walsh
Susie Walsh
Miranda Walsh
Lester Walters
Judy Ward Patrick
Julia Whalen
Kim Whitecotton
Wendy Whitt
Augusta Wickman
Tara Williams
Sarah Williams
Amanda Wishon
Laura Workman
Susan Workman
Pat Young
Jodi Zukasky-Andino

2018 Social Media Fundraisers

Members of the MPS Champions Circle 
generously support the Society by 
making a monthly recurring donation.    
2018 Champions Circle
Amy Barkley
Melany Bjorkman
Toni Bowen
Marc and Beth Brdar
Maria De Granillo
Justin Dickerson
Lola Gindrat
Heiz Holba and Karina Roman
Steve and Amy Holland
Jennifer Hutcheson
Bryan Kirch
Lori Lazarescu
Lauren Louison
Donny and Molly Merrill
Greg and Jennifer Mincks
Eric and Amber Mongan
Susan Murphy
Reverend Ted and Kathy Nace
Julie Patricia
Linda Perrella
Jared Shelton
Jack Swepston
Sarah and Todd Waddell
Christi Wadle
Curt Walder
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Financials
The financial information below has been summarized for the year 2018. The National MPS Society is a 501(c)(3) 
nonprofit public charity. Complete audited financial statements and IRS Form 990 are available by request and on 
our website.

15

Support and Revenue
Contributions
   General $ 228,889
   Research  113,848
   Family support  15,038
   Endowment  59,186
Membership dues  3,323
Conference income  723,922
Fundraising  675,507
Interest and dividends  121,030
Net realized and unrealized loss   (223,266)
   on investments
Total Support and Revenue $ 1,717,477

Functional Expenses
Research grants $ 342,206
Direct family assistance and bereavement 80,145
Advocacy and speakers bureau  39,731
Conferences, meetings and travel  951,497
Education—newsletters, booklets, web  115,550
Membership database and directory  10,855
Direct fundraising  93,349
Personnel  470,581
Office and equipment  54,261
Other administrative  83,523

Total Functional Expenses $ 2,241,698

Change in Net Assets $ (524,221)

Statement of Activities

Assets

Cash and cash equivalents $ 443,245
Contributions receivable  70,500
Prepaid expenses  2,216
Accrued interest  4,861
Property and equipment, net  10,267
Investments with donor restriction  1,097,988
   for endowment
Investments without donor restriction  2,125,254
Total Assets $ 3,754,331

Liabilities
Accounts payable $ 18,963

Net Assets
Without donor restriction
   Undesignated  1,447,995
   Designated  289,179
With donor restrictions  1,998,194
Total Net Assets  3,735,368

Total Liabilities and Net Assets $ 3,754,331

Financial Position

2018 Support and Revenue

Contributions–general

Contributions–research

Contributions–family support

Contributions–endowment

Membership dues

Conference income 

Fundraising

Interest and dividends

Net realized and unrealized 
loss on investments

2018 Functional Expenses

Research grants
Direct family assistance and 
bereavement

Advocacy and speakers bureau

Conferences, meetings and travel

Education–newsletters, booklets, web

Membership database and directory

Direct fundraising

Personnel

Office and equipment

Other administrative



Planned Giving helps donors maximize the personal 
benefits of charitable giving and allows donors to 
make gifts they may not have thought possible. 
Individuals who make these gifts to the National MPS 
Society, whether through their estates, wills or other 
life-income arrangements, share a strong common 
bond of generosity that will provide security for future 
generations. Building this community of philanthropy 
helps our donors achieve their personal vision and  
desire to give.

In 2018, the Society’s Planned Giving initiative:

• Secured a large stock gift.

•  Included Planned Giving articles in Courage 
publications.

• Continued stewardship with donors.

• Acknowledged two future gifts to the Society.

•  Maintained a Planned Giving website to help members 
and friends of the Society become acquainted with 
Planned Giving and gifts the Society accepts.

Rising Sun Legacy Circle

Annual Fund Donations The National MPS Society has been an integral partner in caring for 
Spencer, Madison and Laynie on our journey with MPS. We are elated  
that sharing our family’s story of reliance on the Society helped propel 
the Annual Fund to a historic new high, even surpassing our $200,000 
stretch goal!

AMY AND STEVE HOLLAND, MPS I parents

“

* Indicates gift has been received. 
Some members wish to remain anonymous.

Emil Kakkis and  
Jenny Soriano*, 2011
Becky Clarke, 2011
Christa Armstrong*, 2011
Mary Starr Adams, 2012
Terri Klein, 2012
Tracy Szemanski, 2012
Barbara Wedehase, 2013 
Brian and Kris Klenke, 2013
Steve and Amy Holland, 2013 
Carol Elwell*, 2014
Steve McDonnell*, 2014
Randy McDonnell*, 2014
Austin and Stephanie 
Bozarth, 2014
Ron and Barbara  
Crecco*, 2015
Cheryl Sorter*, 2015
Pamela M. Daoust*, 2016
Gordon R. Case Trust*, 2017

$200,000

$150,000

$100,000

$50,000

0
201520132011 2017 20182010 201620142012

2018 WAS THE EIGHTH YEAR for Planned Giving with the National MPS Society.  
By year’s end, 29 Planned Giving donors became part of the Rising Sun Legacy Circle. 

16



17

2018 Contributors  
with sincere thanks to our supporters…
In 2018, 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 and the 
Fundraising Committee thank you for your dedication.

The Society makes every effort to recognize our supporters through e-Courage and this Annual Report. The following list 
represents all donations received in calendar year 2018. If your name is not listed, we apologize and ask that you contact us. 
If we received your donation in 2019, you will be recognized in the next Annual Report.

Humanitarian 
($50,000+)
Genzyme Corporation
REGENXBIO, Inc.
Shire Global Finance
Shire Human Genetic 
Therapies 
Streblow Foundation
Ultragenyx 
Pharmaceutical 

Visionary 
($10,000 to $49,999)
AssetMark, Inc.
Wayne and Catherine  
Bardsley
BioMarin
Marsha and Robert 
Bozarth
Bryson Foundation, Ltd.
Royce Bunce and  
Elizabeth Sherwood
Chiesi Farmaceutici SPA
Pamela Daoust
Diplomatic Specialty 
Infusion Group
Gordon Trust
Scott and Lynn Hopkins
Hunter Syndrome 
Foundation
Magnolia Foundation
Robert and Katharyn  
Molinaro
Sangamo Therapeutics, 
Inc.

Philanthropist 
($5,000 to $9,999)
Angel’s Hands 
Foundation
Design Superstore
Joseph and Jan Melnyk

Mirabito Philanthropy, Inc.
Sam and Nancy Ramsey
James and Pamela 
Rogers
TEGA Therapeutics, Inc.
 
Champion 
($1,000 to $4,999)
Patricia Adcock
Helen Allison
Amazon Smile
Bill and Mary Andrews
Dr. Mel and Mrs. Millie 
Anhalt
Architectural Granite  
and Marble
Artisan SG, LLC
Joseph and Kristina 
Ashton
Simone Azevedo
Maurizio Bellassai
Stephanie and Austin 
Bozarth 
Brackeen Power 
Solutions
BRD Management, Inc.
Chris Brodmerkel
Regina Buice
CA Technologies
Dwain Camp
Rob and Diane Cassil
Liam and Mary 
Cavanagh
Donald and Susie Clark
Lorne Clarke, MD
Cook Children’s Hospital 
Caroline Dabney
Paul and Cara David
Barbara Dengel
Jeff and Anne Denneen
Julie Dopheide
Kathleen Dull

Nancy Dunn
Dutch’s Daughter, Inc.
Fort Recovery School 
District
Betsy and Steve Fowler
Gabby’s Ladder
Gerald and Luella Gabriel
Angela and Luis 
Guajardo
Harris Associates
Pamela Hesch
John and Bonnie Hoegl
Heinz and Karine Holba
David and Susan Holder
Steve and Amy Holland
Julie and William 
Johnson
Joseph Case Jr. High 
School National Jr. 
Honors Society Fund
Kajima Foundation
Wendell and Karen Keith
Kerzner Contracting 
Group
Mark and Dana Kinslow
Lawrence and  
Susan Kirch
Tom and Julie Kirch
Terri Klein and  
Michael Schleter
Elizabeth and  
Jayson Kramer
Kainani and Walter Kraut
Doug and Heidi Kreul
Lansdowne Lodge 711 
Chris Laszeski
Gerald Lauria
Lawrence and  
Peg Lessing
Dawn Lietz
Olivia Lovell Family Fund
Tad and Gayle Lowrey

Jim and Betty McDonald
Sandra Miller
David and Jamie Moon
Sarah and David Moore
John Nay
Austin and Cheryl  
Noll III
Austin and Dorothy  
Noll Jr.
Pacific Gas and Electric 
Pacific Western Bank
Mark and Maryellen 
Pendleton
Sarah Pursell
Rob Ramirez
Jeff and Sara Jane 
Ranney
Paul and Katie Rector
Horace Richbourg
The Rusnak family
Dr. George and  
Mrs. Athena Sarantinos
Schneider Electric
Adam Shaywitz
Susan and John Slater
William and Margaret Sly
Maureen Snider 
Springfield Hanby  
Lodge 767 
Sheri and Bryan 
Springston
Marla and Randy 
Stevens
Strike, LLC
Darlene Sweeney
Steven Teitelbaum
The Vocal Majority Dallas 
Metropolitan Chapter
Glenn and Connie 
Thompson
Leslie Thompson
Herbert Tilsner

Julie Timmons
Timothy Schaffer Roofing 
and Siding, Inc.
Christine and  
Brian Tippett
Hugo and Marylyn  
Van der Moer
Vanguard
Dawn Watkins
Britney and Matthew 
Weidert
Stuart and Judy Weiss
Sue Weng
Harold and Janet 
Whartnaby
Dr. Klane and  
Mrs. Amy White
Tom and Kim 
Whitecotton
Gordon Wingate and 
Cheryl Guidry
Wonderful Giving
Arthur Woods
Eric Wright
Teresa and Alan Wulff
Jim and Amy Yard   

continued…

EZRA SERRANO (MPS II)



Leader 
($500 to $999)
36th District Masonic 
School
Mary Starr Adams
Michael and  
Stephanee Adams
Stuart and Karin Adams
W. Andrew and  
Lauran Jack
Robert and Marjorie 
Austin
Heather and  
Nathaniel Barr
David Beatty
Ronnie and Jaye Beck
Emily Bennett
Biogen MA, Inc.
Bruce Bjorkman
Steve and Lavonne 
Blechinger
Bluestar Bioadvisors, LLC
Bob Utter Lincoln
Jeffrey Bridge
Dennis Burke
Susan and Dennis Burke
Dennis Burns
Mark and Stephanie 
Caldwell
Capitol Indemnity 
Corporation
Scott and Connie Carney
Amy and Dan Cherrstrom
Walter and Gretchen 
Clayton
Coventry Corners, Inc.
Karyn Cronin
David and Kathryn 
Croson
Carey and Mary Crumling
Jasmine and  
Emmanuel Cuffee
Erin Davis

Steven and Sarah 
Deutser
Sharon and Robert 
Dickol
Kathy and Paul 
Dobrowolski
Jim and Michelle Dodson
Jani Domire
Mark Dorfler
Betsy Drew and  
Ken Imagine
Carrie Dunn and  
Melissa Kraus
Pat and Kathy Dunn
Stephen Dunn
Nancy and David 
Edwards
Carole Ellis
Thomas Ennis
Terry Epps
David Esposito
Ezze, LLC
Bart and Sally Finzel
Rod and Kathy Finzel
Baxter Fullerton
Toni and James Graham
Joseph Gramble
Pam and Richard Gross
H. Bruce Hamilton, MD, PA
Wallis and Monica 
Hampton
Kevin and Susan Hanley
Deanna and Eldon Hardy
Eric Hargrove
Paul Harmatz, MD
Mark Haskins, DVM, PhD
Robert and  
Michelle Hess
Patricia Hill
Kelsey Holder
Peggy Holland
Deborah Hollis
Darren Houk
Beth and Jeremy Hudson
Ben Jewell
Joseph H. Brensinger 
School
Douglas and Lynn Kelley
Kendra Scott, LLC
George Kennedy
Joe and Ann Kercheville
Heather Kesner
Jenny Klein
Donna Kleinert
Knights of Columbus, 
Pennsylvania, RC

Carl and Deborah Kruse
Joanna Lam
Lori Lazarescu
Chris and Anna 
Leatherow
Susan Lester
Kimberly Leveaux
Wayne and Sharon Lewis
Gene and Cynthia Logan
Donald and Karen 
Louden
Jeff Lovelace
Salvador and  
Adriana Maciel
Rachel Malloy
Alice Martin
Corbett and  
Brooke Martin
David Massa
William Massa Jr.
Maxsons Properties, LLC
Mark and Kim McCall
Glenn and Kathryn 
McMillan
Marcia Mederos
Chris and Diane 
Meyerpeter
William and  
Christine Moon
Stefani Murrell
Ted and Kathy Nace
Sharon O’Connell
James Olson, DDS
Gerard O’Reilly
Effendi Ortiz-Toro
John and Patty Pagliero
Thomas and Vickie 
Patterson
David and Rose Pelton
Brad Plantiko
Project Alive
Annette and Larry Pung
Linda Quinlivan
John Raidy
Keith and Sherri 
Richbourg
Gregory Rick
Rolling Meadows  
High School 
Lynn Ann Sembach
Mahesh Shrestha
Don Skelton
Penny Skelton
Mike and Barbara Smith
Smithsolve, LLC
Marilyn and Willard 
Sniffin

Jack and Barbara Sorter
Sports Gallery 
Authenticated
St. Paul’s United Church
Judy and Karen 
Strickland
Independent Supply, Inc.
Larry and Mary Sweeney
Tracy Szemanski
T & L Distributing, LP
The Dough Bar, LLC
Sheila and Michael 
Thornton
Daniel and Eleanor Tobin
TVA Development, Ltd.
James Underwood
Sarah and Todd Waddell
Tanya and Gordy Wahl
Marvin and  
Michelle Wanders
Bob Ward
Justin and Marie Watkins
Tom and Theresa 
Weisenbach
Ron and Kim Wiest
Joe Williams
Leigh Woodworth
Kevin and Peggy Yard
Kelly and Patricia Young

Volunteer 
($250 to $499)
Jack Allen
Cindy and Mark Andrews
Peter and Diana Argeres
Lewis and Marie Babel
Joe and Susan Babic
Ethert and Pauline Baird
James and Mary Baker
Bank of America
Amy Barkley
Dwight and  
Debbie Barkley
Joel and Leeann 
Bernbaum
Ross and Hilary Berning
Best Buy
Cheryl Bien
John and Jenny 
Birmingham
Melany Bjorkman
BPO of Elks Lodge 2235
Dawn Brewer-Reilly
Max Burnham
Mary Burns

Richard and Sue Cadena
Kevin Cassil
Kenneth Cavanaugh
Center Academy
Amy and Corey Christie
Sharon Cochenour
David Coffman
Margaret Cohen
Jane Collette
Gail Zerby Cook
Costco
Sylvia Coulson
Bob and Denise 
Crompton
Daniel Davis, DDS
Linda and Dan Day
Dayton Gastroenterology
Maria De Granillo
Delta Construction
Benjamin Dewees
William and  
Bonnie Doster
Hank and  
Suzanne Durham
Laura Eden
Elizabeth and  
Joshua Eickman
Michael Elgin
Carla Ellard
Charles and Josie Ellard
Margaret Ference
Kevin Gates
George and  
Jaja Gawartin
Tom and Anne 
Gniazdowski
Kendra Gottsleben
Michael and Susan Graff
Grand Caillou Volunteer 
Firemen’s Home, Inc.
Cassie Graves
Lori Gray
Kathleen Gross
Martha Gunn
Robert Gunst
Felynn Haberecht
Carol Hack
Tammy Harder
Robert and  
Roxanne Harvey
Joanne Hayo
Engage Health, Inc.
Mike Heidmann
Julia Hejduk
Hewlett Packard 
Company

2018 Contributors 

SPENCER GATES (ML III)
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Christine Hokeh
Todd and  
Jennifer Howard
Marie Hughes
Richard Hurley
Kris Johnson
Heidi Kanealy
John Kappel
Daniel Kehoe
Bob and Ginger Kell
Sandra Kempske
Christopher Kenworthy
Andrew and  
Peggy Kessler
Brian and Kris Klenke
Mary Kruse
Steven Kuhl
Anne Kulak
Lynn Lacey
Larmar Industries, Inc.
Lori Caldwell Ledoux
Charles and  
Kendra Lesta
Kathryn and Hai Lieu
Gregory and Susan Lock
Andrea Longston
Lauren Louison
Chuck and  
Nancy Lukondi
Didier Luneau
Rae Macon
Lori Manering
Keith and  
Jennifer Marshall
Stephen and  
Marie McClurg
David and Pam 
McDonald
Kathleen Meyer
Beverly Miller
Ray and Amy Miller
Greg and Jennifer 
Mincks
Patricia and Scott Morris
James Morton
Michael and Amy Murrell
Jennifer and Ryan Nace
Susan Narducci
Nave Newell, Inc.
Harvey Nelson
Benjamin and  
Elizabeth Neufeld
New Electric, Inc.
Scott and Liz Nykodym
Thomas and  
Lizanne O’Brien

Steve O’Connor
Anne O’Connor
Susan Orner
Andrew Owen
Thomas Owens
Jeanne and Bruce Palzer
Melvaree Pate
Jo Paterniti
Norman and  
Sheila Payne
Alan and Diana Pendley
Linda and Dave Perry
Cheryl Peterson
Greg and Paige Posey
Christopher Ramirez
Sue Rattman
Joseph Riley
Mary Beth Romani
Tracy and Thomas Rose
Richard Rowe
Sanmar Corporation
Karen Saunders
Toby Schiel
Sheila and Richard 
Schlesinger
Jim and Judy Schneider
Luke Schock
Sarah Sevilla
Benji Shake
Arthur and Marilyn 
Sheekey
Donna Sieve
Antonietta and William 
Spacciapoli
Ruth Stallings
Don and Deirdre 
Strassman
Renay Swarts
Becky and Robert 
Tanamachi
Susan Taylor
Pamela and Dana Teich
Dana Teoli 
Dave and Hiromi Tilsner
Jerry and Lisa Todd
Jerry and Shirley Todd
David and An Tootill
Frank and Colleen 
Trainor
Joan Trainor
Joseph Vieira
John Waples
Larry and Karen Watkins
Thomas and Andrea 
Wechsler

Paul and Kristin Wehrle
Kolleen Weihrauch
Ron Weist
Stephen and Jane 
Wendel
Crystal Whittlesey
Heidi and Erik Williams
Hubert and Elaine 
Willman
Marlis and William Wilson
William Wilson Jr.
Woodstock Power 
Company
Evelyn Zohlen

Friend 
($100 to $249)
231 Farmington Avenue 
Associates Limited 
Partnerships
A-1 Services
Robert and Patricia 
Aaserude
Simon and Sylvia 
Abboud
Joanne Abbruzzesi
Academy Mortgage 
Corporation
Richard and  
Claudia Ackerman
Lee Ann Adams
Johnda Adkins
Bob and Caryn Ahern
Thomas Ahern
Dean and Katherine Aker
David Akers
Duffield Aldoraine
Cheri Alexander
Suzanne Alexander
Robert Allen
Annie Allison
Jane Allison
Bonnie Anderson
George and  
Gail Anderson
Laura Anderson
Ralph and Martha 
Anderson
Elena and Philip 
Anischenko
Timothy and  
Michelle Annis
Kimberly Anstey
Keely Apple
Apple, Inc.
Betty and Barney 
Arceneaux

Sharon and  
David Armendariz
Colleen and Shawn Arni
David and  
Stacey Aronson
Bill Atkins
Charles Attix
Steven Ausband
B & M Trailers, Inc.
B.E. Warfield Contracting
Laurie Bagby
Andrew and  
Heidi Bahmueller
Megan Baierlein
Bair’s Tree and  
Lawn Service
Mark and Alberta Balliet
Joseph and  
Jacqueline Balukin
Rita and Mike Basom
Eileen Basquill
Charlie and  
Danielle Bateman
William Bauer
Patricia Baxendale
Angela Beam
Olin and Cheryl Beaver
Cheryl and Mike Beckles
Mary Beiting and  
Jeff Von Handorf
Amy Bennis-Kimball
John and Maria 
Bereschak
John Bereschak
Monika and Jack Berg
Angela Bergmann
Bernard Suess Funeral 
Home, Inc.
Barbara Bernhard
Michael Berster
Laura Bettge
Kevin Beverly
B.L. Bickham
H. and Nancy Blake
Joy Bland
Jason Blanek
Kristi Bloomer
Jeffrey Bodnar
Mike and Grace Bodura
Robert and  
Anne Boggiano
Bon Voyage Travel
Claudina Bonetti
Amber Booth
Robert Borders
Alok Bose

Thomas and  
Joyce Boster
Nancy and  
Leister Bowling
Wendy and Matt Boyrie
Brandy and  
Beau Bozarth
Jim Bradley
Ann Braff
Marc and Beth Brdar
Tom and  
Suzanne Brennan
Daniel and  
Debra Brockman
Vince Buccellato
Karen Buchanan
Nancy Bucher
Patricia Buchman
Eileen Buckley
Justin Buice
Mark and Leslie Bundy
Tracy Burger
Kevin Burke
Tammy Bush
Todd and Janice Butler
Tammy Calandro
Michael and  
Karen Calhoun
Robert Calkins
David and  
Mary Ann Campe
Tony Cano
Jane Cantrell
Jeff Cantwell
Thomas and  
Kristine Cantwell
David Carey
Cheryl and Peter Cario
Desmond Carson
Case Junior High School 
Town of Swansea
Maria Castillo
Jeffrey and  
Michelle Castle

RACHEL EICHLER AND  
MIKAL SUE BESSE (MPS IIIA)
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Peter Castle
Denise Caswell
Heidi and Keith Caswell
Franklin and  
Carol Catalfamo
Gregory and  
Angela Cathey
Laura Celli
Susan and Roger Chapin
Steve and  
Sandy Chapman
James and  
Joan Charters
Steve and  
Karole Chesser
Jonathan Christian
Michael and  
Margaret Ciacciarelli
Rodney Ciafre
Heather Clark
Melissa Clark
Patricia and  
Francis Clark
Kent and  
Karlene Classen
Ross and Belia 
Coddington
Jerrold and  
Marilyn Cohen
Linda Cohen
Heather Coker
James and Martha Colby
Rocco and  
Derith Colicchia
Edward Conner
Esther Conrad
William and Peggy Cook
Stephen Coon
Gary and Linda Corbett
Ronald Core
County Derry, Inc.
Gary and Judith Cox
Kenneth and Laura Coyle
Traci Crain
Barbara and Ron Crecco
Virginia and James Cule
Jason and  
Tamara Cullere
Edward Cwiertniewicz
Melissa Dalburgs
Sherry and Rick Dandrea
Davis Daniel
Bill and Laura Dapper
Kathryn and  
Tim Davidson
Victor and Mary Davis
Pat and Thomas Davitt

Roderick and  
Liza De Leon
Lynn Dean
Louis Debarberie
John and  
Amelia Defilippis
Dell
Paul and Joann 
Desrosiers
Thierry and  
Elizabeth Dewaghe
Rachel Diana
Dolores Diaz
Patricia Dickson
Doug and Diane Diehle
James Doak
Matt Dobereiner
William Dollar
Jonathan and Lisa Dols
William and  
Kim Doughtery
Jeanne and  
Maurice Drew
Roger and Ann 
Drinkwalter
Ginny Dubose
Vidmantas and  
Cecilia Duda
Mike Dudley
Karen Dunavan
Brittany Dunay
Deborah Dunbar
Peter D’Urso
William and  
Carolyn Eames
Herman and  
Mary Earwood
Geoffrey Eisenbarth
Pascale Elkallassi
Toni Ellard
Norman Ellinwood
Lianne Elliott
Tara and Jack Elston
Enernoc, Inc.
David and Judy 
Engelbert
Doris Engibous
Oscar Escartin
Lourdes Espinosa
Jennifer Estes
Matthew Fair
Curt and Sandy Faith
Esteban and  
Steve Falcone
Michael Farmer
Rode Farms, LLC
Gayle Farrow

Geraldine Faucett
Darren Featherstone
Phyllis Feibelman
Vivian Fernandez
Michael Ferranti
Hildegard and  
Joseph Filebark
Brenda Fillman
William Finger
First Christian Church  
of Puyallup
Michael Fischer
Peter Fisk
Barry Fitzpatrick
Greg and Sarah Fletcher
Sue and Leonardo Flor
Michael Flores
Kaeline Fontaine
Gregory and  
Patricia Forde
Janet Forde
John and Sandra 
Fortmann
Maria and Steven Foshay
Amy Foster
Tim and Tish Foster
Verizon Foundation
Ronald and  
Sheila Francis
Tina Frank
Brad Fraser
Denise French
Sheldon and  
Jacqueline Friedman
Gail Froberg
Lee Ann Fulmer
Jeffrey Gabriel
Jose and Fe Gabriel
Thomas and  
Sylvia Gamache
Karen Garbett
Roslynn and  
Timothy Garvin
Morton Garyhoward
Richard and Ronni Gates
Robert Genau
George Bartram - Paul 
Sand Lodge NO. 298
Beverly Gerard
Jayne Gershkowitz
Chris Gibson
Leora Giewont
Hilary Gill
Dennis and  
Sharon Gillham
Olivia Gilmore

Lola Gindrat
John and Lynn Gladysz
Donna Glenn
Andrew and  
Stephanie Glock
Betty Glock
Jean and Thomas 
Gniazdowski
Wayne and  
Susan Goeldner
Jonathan and  
Melissa Golightly
Svetlana Gonzalez
Google
Richard and  
Shirley Goolsby
David and  
Marsha Gorewitz
Robert Granger
Belinda and Gary Gray
Rose Greco
Melissa Green
Fran and Rob Greenstein
Francisco and  
Yvonne Guajardo
Stanton and  
Jean Gunnells
Amit Gupta
Larry Gurley
Rita Haan
Kimberly Hagge
Laura Hahn
Renee Hammond
Kerrie Hanna
Diana and  
Michael Hanson
Natasha Hargrove
Kimberly and  
Frank Harker
Mark Harland
Johanna Harmeier
Pattie Harrell
Betty Harris
Mark and Keely Harris
Brian Harrison
Mark Harrison
Betty and Bernard  
Harvill
Kristy Hasper
Jeni Hasselbrack
William Hauselt
Richard Havens
Andrea Haynes
Lyle and Jade Hays
Shawn Healy 
Joan Heckman
Alice Heitmeyer

Trish Hejazi
Scott and Tracey Herber
Mark and Darlene 
Hesprich
Kathleen and  
Michael Heymans
Gwendolyn Heys
Tracy Higuera
Kathleen Hillyard
Robbin and Anita 
Hodgkins
Steven Holley
Tom and Jackie Holt
David and Linda Hooks
Joe and Tina Hopkins
Mark Hopkinson
Daniel Houx
Lois Howard
Laura Howley
Jason Huang
Kaye Hughes
William and  
Margaret Hughes
Tod and Angie Hummert
Jennifer Hutcheson
Jay Hutson
John and Yvette Iannelli
Joseph and Lorie Imbo
Rebecca Inkel
Frederick Isaacson
Kathleen Isaacson
IWCO Direct
Larry and Joy Jeffers
Dean and  
Stephanie Johnson
Kevin Joseph and  
Beth Johnson
Erin Johnsrud
Tina Johnston
Alicia Jones
Skip and Jane Jones

2018 Contributors 
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Chelsea Joseph-Butler
Beth Junge
Junior Woman’s Club  
of Hilton Village, Inc.
Anthony Justice
Mitch Kachel
James and Mary Kalteux
Kristi Kane
Jerry and Pat Kanney
Joseph and Michelle Karl
Karen Karns
Raimund and  
Inge Kasner
Dan Kauffman
Scott Keaton
Maria Keehan
Steven Keene
Lindsay Keller
Mike Kelley
Debra Kelly
Christopher Kennedy
Anita and William 
Kennelly
Thomas and Carol Kerins
Ardis Ketterer
Jeanne Kiefner
Andrew Kile
Ashley Kim
David Kimberly
Brad and Makena 
Kimminau
Faron Kincheloe
Bill and Kelly King
Leila King
Pat Kinsella
Joseph and Jean Kirby
Bill and Lisa Kirch
Gary and Janet Kirch
James and Stacey Klein
Kenneth and  
Cindi Klenke
Bill Kliewer
Ivan and Leann Koblitz
Fred Koehler

Cathryn Kohlman
Tenille Koistinen
Neil and Terri Korte
Pat and Ray Korte
Edward Kowalski
Kevin Kramich
Erica Kratz
Anne Krick
Stella Kruse
Ernest and  
Agnes Kuebler
Carol and Thomas Kuhn
Janelle Kunellis
John Kuprenas
Steven La France
Debbie Lacey
Dawn and Philip 
Laorenza
Catherine Latella
Denise Laurence
David Lauser
Law Office of M. Byron 
Barnhill, PLLC
Bruce and Judith Lawson
Robert and Katie Lawson
LCMS Holdings, LLC 
DBA Fuzzy’s Taco Shop
David Lebec
Annemarie Ledeboer
Grant and Kimberly Lee
Robert Lee
Ron and Naomi Lee
Susie Lee
Eric Lefkof
Danny and Sally Leinen
John and Rebecca 
Leonard
Monica Leone  
and Family
Douglas and  
Linda Lepeirs
Douglas and  
Grace Lessing
Joan and Mark Lessing
Peter and Gerilyn Lessing

Janine Levitch
Jeff and Caroline 
Lewandowski
Michael and Karen 
Lewandowski
Don Lewis
Gib and Sandra Lewis
Judy Lewis
Toro Lidys
James and Debra 
Lindsey
Jenn and Jamie 
Lipscomb
Robert and  
Joan Littlehale
Donna and David Littrell
John and  
Millette Litzinger
Sharon Lockhart
Lodge No. 126
Koen and Pat Loeven
Jenice Long
Lisa Long
Michael Longo
Valerie Lopez
Donald and Teresa Lorey
Thomas and Faye 
Loughridge
Vickie Lovett
LRE Automotive, Inc.
Jim and Doris Lupardo
Lance and Karol Lynch
Judy and Donald Maas
Donald MacMillan
Lorraine MacMillan
Jason Madison
Jeff Magee
Michael Magers
Barbara and  
George Malina
Joseph and  
Jeanne Mallia
Carolyn and Michael 
Managan
Gregory Mancino
Don and Carol Manning
Steve and Paula Manor
Elmer Manuel
James and Diana 
Maoline
Gary and Lana Marble
Mark Krueger & 
Associates, Inc.
George and Judy Marsh
Jay Marsh
Clayton and Iva Martin

Jeffrey and  
Shellys Martin
Mary Martin
Ernie and Sherri Massa
Philip Massa
Conor and Dania Massey
Bill and Laurie Matchneer
Carol and Darren May
Rodel Mayuyo
Joseph and Mary 
McCafferty
Devin McCarthy
James McCune
Jennifer McDermott
Andrew McDonald
Lynley Mcdonald
Terese McDonald
Michael and Kim McGurk
Gary and Linda 
McInerney
Zachary Mckee
Laura McKeithen
William and  
Karen McNeil
Raymond and  
Amanda McPartlin
Shirley McShan
Mr. Tony Mears
Patricia Meier
David Melian
MEMIC
David Mendenhall
Mark and  
Jacquelyn Mericle
Eric and Vicki Merrell
Mary Messick
Edwina Meyers
Frank and Jane 
Middleton
Midway Independent 
School District 
Joe and Paige Migliozzi
Jennifer Milder
Charles Miller
Cindy Miller
Donald and Joan Miller
Eric Miller, OD
Jeffery Miller
John and Rosalind Miller
Karen Miller
Kara Miller-Karns
Patrick Milligan
Bertha Minnihan
Patricia Mioduch
Tina Miragliotta
Aaron Mitchell

Hollie Moffet
Phillip and Linda Moline
John Moltz
Eric and Amber Mongan
John Moon
Jason and  
Colleen Moore
Mitchell and  
Cherylynne Moore
Judith Morales
Richard and Eva Morgan
Luc Moriniere
Theresa Morris
Ron and Chris Morrissey
John Mountain
Philip and Marita 
Mulholland
John Mullender
Brandye Munn
Michael and  
Anita Muonio
Brian and Virginia 
Murphy
Maryrose Murphy
Susan Murphy
Harlan and Sheri Murrell
David and Cathy 
Musselman
Jon Musselman
MyEngineerCoach
Terry Naef
Carol Nareski Costner
Nautilus Family Fitness
Ross and Shawna Nelle
New York Life Annuity 
Service Center
Terry and Emily Nicholas
Steve and Karen 
Niesman
Anne Novak
NR Pennsylvania 
Associates, LLC
Rita Nunag
Joanna Oien
Mary Oliger
Cristol O’Loughlin
Mary and James Olson
Sondra and Dennis 
Oneal
Clark O’Neill
James and Mary 
O’Rourke
Brian Orsetti
Eileen and Larry O’Steen
Kim and John Outten
David Palay

OPENING RECEPTION OF 2018 INTERNATIONAL MPS SYMPOSIUM 
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Carmella and  
Estelito Panghulan
Andrea Papa
William Parker
PASCO
Paul Pasillas
Reagan Passant
Lawrence and  
Kathryn Pateros
Beth Patrick
Casey Payne
Deborah Payne
Paula and Fred Pedro
Cristil Pellizzari
Penn Lodge #709  
F & AM Concordville 
Masonic Temple
Rob Perez
Sara Perry
Perry Hospitality
Jeffrey and Karen Peters
Thomas and  
Stacy Peters
Nancy Peterson
Darrell and Stacey Pevler
Patricia Phillips
Ronald and Vicki Phillips
Vernon Phillips
Sarah Pick
Dan and Pam Pierce
Rhonda Pietsch
Holly Piper
Beth Pletcher, MD
Cindy and Bill Plunkett
Point Pleasant Panther 
Athletic Booster 
Association
Katherine Ponder

Pop Doodle Art
Alan and Kathy Portnoy
Tom and Carrie Porzel
Keith and  
Barbara Powers
Susan Powers
Preschool 101
Cindy Preuss
Tracy Price
Anne Prigent
Joan Prokop-Roberts
Michael and Valerie 
Province
Randal Pruitt
Shane Purcell
Barbara and  
Keith Pushee
Charlene Quinn
R. Brooks Mechanical, 
Inc.
Lisa Radcliff
Erin Radford
David and Nancy Rambo
Mia Ramierez
Bradley Randall
David and Bette Rattan
John and Debby Ratto
Tina Ratto
Dawn Rauch
Dorothy Rawlinson
Bernard Ray
Celeste and  
Stephen Raydo
James and Janis Raynak
Elaine Reed
Randy and Jean Reed
Jean Reid
Erin Renaudin
Bonnie and Ralph 
Rennaker
Chad Resner
Amanda Revere
Brian Reynolds
Carol Reynolds
Richard and Carol Riazzi
William and Lynette Rice
Donna and John 
Richardson
Summer Richbourg
Douglas Richmond
Dana Riddick-Fernandez
Judith Ries
Patricia and Jim Rigby
Rick Rineer
Sharon Rinkenbach

Gary and Bonita 
Ritondaro
Gilberto Rivas
Donald and  
Jennifer Robart
Steven Roberge
James and  
Courtney Robertson
Michael Robinson
Terry and Nicole Rode
Denyse Rodgers
Mary Rodne
Julio Rodriguez
Stephen Roeder
Nina Rogers
Sherrie and Tony Roman
Carl and Donna Rose
Adam Rowe
Brian and Stephanie 
Rubinstein
Suzanne and  
Ronald Ruchti
Matthew and  
Melody Rupple
Roger and Cheryl Ryan
Megan Saar
Deborah Saeger
Michael and Nicole 
Saldamarco
Lysa Saltzman
Harold Samuels
Carmen Sanchez
Sargent Electric 
Company
Edward Schmidt
Allen and Margie Schubert
Larry and June Schultz
Ira Schwartz
Bruce Scott
David and Diane Scotting
Matthew and  
Christine Seabrook
Patricia Sennett
Mark and Pamela 
Seppelt
Liane Shadden
Linda Sheehan
Dennis Shelly
Stewart and  
Sammie Sheppard
Anna Shermeyer
Suzanne and  
Randy Shields
Mary and Thomas Shine
Brian Shingle
Sean Shockley

Patricia Shore
Toby and Stephanie 
Short
Rosemary and  
Michael Shourds
Brian Shripka
Mary Sigler
David and  
Rebecca Silkey
Edward Simcox II
Mary Simmons
Bruce and Sherrie 
Simpson
Burt and Leenie Skolnik
Priscilla Slaven
Terri Slekes
Robert and  
Cheryl Slowey
Clara Smith
Courtney Smith
Cyntha Smith
Douglas Smith
Julia Smith
Kaye Smith
Maria Smith
Matthew Smith
Stephen and Sara Smith
Paul Solari
Jan and Don Sortman
Heidi Sosinski
James Sosinski
Southern Kinesiology
Joshua and  
Sheri Sowden
St. Alban Lodge No. 529 
of Pennsylvania
Jeremy Stearns 
Kenneth Stewart
Jay Stickles
Pam Stoddart
Benita Stone
Patricia Stone
Isaac and Brooke Story
Jeffrey and  
Margaret Stroehlein
Pauline Stukus
Lynne Suich
Kathy and Vic Surma
Kim and Bill Swartz
William Swartz
Systems, Inc.
Noel and Nancy Talcott
Jeffrey Tall
Linda Tamayo
Michelle Tanenbaum
Paul Tarnowski

Daniel and Valerie 
Teitsma
Erin Temple
Terra Properties, Inc.
Leonard and  
Linda Terrien
Trisha Terrien-
Prestigiacomo
The Horse Inc
The Smoke Factory  
BBQ, LLC
Chris and Melissa Thelen
Sherry and  
Charles Thelen
Maureen and Jacobus 
Theunissen
Jodi Thompson
Michael Thompson
Timothy and  
Gretchen Tierney
Billy Tilotta
Orazio and  
Margaret Tirella
Susan Tobin
Tyler Treitman
Phyllis and  
Joseph Trujillo
James and Bonnie Tully
Tom Turner
Julie Ullman
Leslie and Alex Urdaneta
USA Couriers
David Vallejos
Edward and Mary Vargas
Elizabeth Vengoechea
Mary Vernon
Victory Machine  
and Fabrication
Ryan Vierra
David Villa
Barbara Viti
Michael and  
Carillee Vitone
Robert and Amy Voso
Lewis and Pamela Waber
Marty and Sandy Wagner
Michael Wagner
John and Shirley Wake
Curt Walder
Bev Walker
Kevin Walker
Zhanzhi and Pei Wang
Amy and Allen Wardell
Ruth Ware
Kenneth and  
Victoria Warner
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Michael Warnke
Tressia Watkins-Arnold
Pamela Watts
Kiran and Kyle Weaver
Thomas Webster
Stefanie Wehren
Don and Lisa Wells
Randal West
Cheryl White
Mary and David 
Whiteman
Bill and Nelda Whiteside
Coulter Wickerham
Thomas Will
Timothy William
Dennis Williams
Gary and Lisa Williams
Jacqueline Williams
Jeanne Williams
Kevin and Toni Williams
Rick and Dawn Williams
W. Williams
Jim and Kim Wilsford
Caroline Wilson
Shirley Wirkler
Herman Wise Jr.
Matthew and  
Rachel Wojnarowski
Hal Wood
Harold Wood
Workday, Inc.
Jimmy and Susan 
Workman
Joe Yee
Sesha Yeruva
Gilda Youdeem
Richard Zachariason
Joe and Jennifer 
Zamboni
Cynthia and  
Kenneth Zawacki
Andrew and Louise 
Zygmuntowicz

Donor 
($26 to $99)
Kay Anne and  
Peter Abbott
Melissa Able
Kevyn and  
Stacey Adams
Donald Addison
Laura Adrian
Kenneth and  
Donna Ahles
Lise Aissen

Joseph Akers
Irene Alarcon
Judy Allen
Marc Alu
Donald and Julie Ames
Rainier Amora
Denise Amos
Robert Anderson
Randall Anhalt
Charles Antonini
Silvia Aquino
Darrell and  
Mary Ann Archer
Annie Arguello
Gail Armato
Matthew Arthur
Peter and Diane 
Arzberger
Richard Astarita
Nicole Avitabile
Andrew Ayers
Tesha Babka
Russell and  
Catherine Bahm
Cindy Bailey
Rebecca and  
Robert Bailey
Robert Baish
Renee Baker
Alyssa Balkam
Nicolette Bannister
Angela Barbary
Len and Barbara
Susie and Jim Barnes
Keith Baron
Mary Barringer
Rhonda Bartel
Steven and Alice Bartels
Jeter Basden
Margery Bass
Patricia Bates
Sheryl Bates
Jody and Mark Batton
Lucille and Kristine 
Bauman
Alice and Ron Beam
Mayla Beaty
Mary and Don Beaudin
Janet Bek
Rolland Bek
Kimberly Bell
Rose and Dominic 
Bencivenga
Rani Benskin
Caspar Bentinck

Linda Berger
Don and Nina Bergquist
Lloyd and Janet Berning
Tony Bertauski
Barbara Betti
Akhil Bhalla
Darlene Biasotti
Nathan Bibb
Dea Biberdorf
Nancy and Rhett Bickley
Marybeth Biehl
Jennifer Bielefeldt
Joann Bigler
Naya Bilbeisi
Sara Biro-Rabura
Bob and Elinore Bisnett
Richard Bivens
Bretaigne Black
Amanda Blayne
Judith Blix
Alison Blue
Mary and Will 
Bodendorfer
Amber and  
Marcus Bolhuis
Michele Bonistalli
Bruce and  
Victoria Bonnell
Lydia Bonner
Martha Booth
Scott and Marcia Bosak
Diana Boucher
Ethan Bouryng
Jackie Bove
Toni Bowen
Julia Bradley
Elizabeth Branch
David and Mary Bristol
Patsy Brooks
Eugenie Brown
Everett and  
Jo Ann Brown
Julianne Brown
Michael Brown
Victoria Brown
Delbert and Jody 
Brownfield
Sue and Paul Broyles
William and Mary 
Brubaker
Virginia Bryant
Kiley Buckner
Larry and Myrl Burdett
Clive Burger
Debra Burkeen

Linda Burtt
Raymond Butler
Tim and Valerie Byers
Kyle Cabert
Arthur Cabral
Rosy Cahill
Diane Calderone
Laura Calhoun
B.I. Camp
Jerry and Charlotte 
Campbell
Claudia Canas
Barbara Cannon
Mary Cannon
Liching Cao
Christopher and  
Tanya Carbone
Marilyn Cariola
John Carpenter
Lisa Carter
Daniel and Nicole Casale
Kevin and Kathryn Casey
Linda and  
Everett Cashatt
John and Barbara Casino
Laura Cassiani
Donna and Elio 
Castellano
Kate Castellano
Jonelle Castiglia
Bokhee Cha
Jennifer Chabus
Jodi Chambers
Lewis and Ann Chapman
Michael Charkoudian
Larry Chattoo
Angela Chavez
Zhesi Chen
Daniel and Sharon 
Chisholm
Ryan Chitwood
Christian and  
Missionary Alliance
Chris Church
Tyson and Tanya 
Elizabeth Clark
Kisha Clarke
William Clarke
Stephen and  
Denise Clayton
Terry Clayton
Cassi Clinton
Richard and  
Blanche Cochran
Jeanne Cohen
Maida Cohen

Rick Cole
Alicia Coleman
Lisa Common
Richard Comstock Jr.
Lois Conklin
Therese Conner
Leah Conroy
Sharon and William Cook
Angie Coonce
George and  
Sharon Costa
Melissa Cotter
Katheryn Cox
Carlos and  
Estella Craven
Michael and  
Anne Crecco
Dan and Lisa Cremeans
Nikoleta Crouch
Erika Cruz
Wendy Cumberland
Edward and  
Ann Cummiskey
Marie Cundiff
Peter and  
Kimberly Cunneen
Janet Cunningham
Lyndsey Cunningham
Steve Cuomo
Bill Curnyn
Ryan and Kelly Curry
Michael Daigle
Shannon Daly
Leslie Dannhaus
Joseph and Jane Dapkus
Linda Dapkus
Bobby and Kelly Daquara
Richard and Kara Darrell
Mohammad Davari
Darin and Lisa Davis
Elizabeth Davis
Elizabeth Day
Paul Day

SAVANNAH TIMBROOK (MPS VI)

23



Denise Daye
Gordon and  
Cynthia Debower
Russell Dekelver
Steve and Alanna 
Delacrausaz
Joseph DeLacy
Roger Deleon
Del-Max Restaurant 
Supply
Bethany and  
Christopher Delvin
Sandra Demello
Maria Demonte
Melissa Denny
Alicia Denton
Jane Denton
Jessica Denunzio
Julia Depinto
Rebequa Deroux
Beatrice Dessino
Michelle Detore
Krista Dezerega-Thomson
Dennis and Mary Dillman
Patricia Diluzio
Daniel DiNardo
Elizabeth Dini
April Dodd
Chelsee Dodd
Brian and Jennifer Dolan
Daniel and  
Dolores Doman
Tina Donat
Carolyn and  
William Donels
Megan Doran
Mauri Douglas
Christine and  
Raymond Downey
Guy Doyon
Mary Dozbaba
Robert Driscoll
Roger and Lynn Driskell
Richard Duffield
Russell Dugoni
Katie Dunbar
Ronald and  
Karen Duncan
Julie and Bryan Durnen
Shari Duscenne
Angie and Charles Dwyer
Candance Eastman
Russell and  
Debra Eberwein
Catherine Eggleston
Diane Ehni

Felicia Ehni
Kenneth Elliott
Mark Elmer
Darla Elswick
Kendra Embry
Wayne and  
Joan Eppehimer
Donna Epperson
Scott Epperson
Susan and  
Robert Erickson
Terry Ermnoian
Jennifer Ermoian
Brenda Eslinger
Kenneth and  
Ruth Espenshade
Steven and Kathryn 
Espenshade
Patricia Espinal
Marissa Espinoza
John and  
Geraldine Euliano
Karl Eurenius
Expedia Group
Robert and Abigail 
Fabricante
Marina Falaleeva
Bonnie Farm
Tasha and Bruce Farrell
Lisa Fatovic
Mary and Nicholas 
Faulkner
Elizabeth Feldman
Lois Ferguson
Lucille Fernandez
Angelica Ferrera
Matthew Ferrigno
Brian and Kathleen Finn
William Fischer
Darsie Fisk
Christine Fitzgerald
Sandy Fitzgerald
Martha Fleming
Richard and  
Cheryl Fletcher
Gary Flores
Andrew and Joan Flynn
Jason Forbis
Cynthia Foster
Nancy Francis
Duane and Beverly Frank
Greg Frank
Paul and Martha Frank
Donald and  
Betsey Frankel
Robert and  
Karen Freeman

Staci Freeman
Maurice and Diana Frey
Fred Friedman
Bernie and Barbara 
Friedrich
Rebecca Fromcheck
Mark and Marie Frost
Anna Funkhouser
Nga Funnell
Douglas and  
Linda Fussinger
G & F Carpet, Inc.
Celeste Galati
Ivan Gallegos
Dawn Garcia
Charlotte and  
Keith Garrett
Scott Geiger
Michael and  
Marcia Geller
Genentech Givingstation
Genworth Foundation
Kevin and Sheila George
Natasha George
Holly and Christopher 
Gerenser
Timothy Gesner
Arthur and Joan 
Giammarino
Tyler Gibson
Mary Gills
Suzanne Ginsburg
Eileen and Bob Gittins
Kathy Godegast
Michael and  
Joanne Goffredo
Becky Goldich
Ester Gonzalez
Ann Goodell
Frances Goodell
Georgia Goss
Lee and Tammy 
Gottschall
Andy Graham
Maxine Graham
Anna Gram
H. Granberry
Len and Sue Grant
Leslie Graves
Lorne and Tamara Green
Coyte and Jilian Greer
Ruth Gregory
Bernard Griffin
Jack and Lynn Griffin
Gerard Grimm
Robert Grosz

Robert Grove
Joshwa Gruver
Juan and  
Sylvia Guajardo
Raquel Guckeen
Jerry and Jennifer  
Guerra
Christian Guevara
Karina Guevara
Kevin and Jackie Gull
Diane Gunn
Roger Hacker
Edward Hafner
Brent and Krissie 
Hairston
Audrey Hall
Tom Hambleton
Cathy Hamill
Honey Hamilton
Ted and Char Hamilton
David and Cathy Hamm
August Harder
Claudia Harder
Dan and Connie 
Hardesty
Ronald Hardin
Billy and Diane Hardison
Rodney and  
Donna Hardy
C.A. and F.M. Hargrave
Alecia Harp
Kim and William Harper
Jeffrey and  
Barbara Harrell
Christina Harris
Raymond and  
Renee Harris
Susan Hartmann
Elizabeth Hartsell
Ronald and Janis Harvey
Mike and Sherry Hatfield
Connie Hawkins
Kathryn Hawkins
Stephanie Hayden
Gregory Hayes
Michelle and  
Steven Hayes
Larry and Barbara Hays
Ralph Heath
Ashley Hebel
Kimberly Heiling
Randi Heinrichsen
Mary Helen
Tracy Hempel
Locinda Hennerberg

Jeanette and  
Fredy Henriquez
Anastasia Henry
Jacki Henthorne
Paul and Marjorie 
Herbert Jr.
Vivian Herrero
Marlys Herring
Susan and  
Thomas Hewitt
Beverly Hill
William Hill
Alison Hirschel
Sandra Hockenyos
Betsy Hoffman
Joanne Hoffman
Priscilla Hoffman
Frederick and  
Kathleen Hoge
Carolyn Holland
Thomas Holland
Travis and Alyssa Holland
Darlene Holliday
Kelly Hollingsworth
Terri Hollmann
Ashley Holm
Alan Horton
Dan Houx
Nelson and  
Lillian Howard
Bonnie and  
Frank Howarth
Connie Howe
Jack Howes
Susan Hubbard
Elaine Hughes
Kathy Hunter
Marshall Huston
Christina Hyman
Robert and Marguerite 
Iannacone
Linda and Allan Iezzi
Mollie Ifshin
Joseph and Teresa Ilardi
Kourosh and  
Leticia Iranpour
Tanadi Irwin

2018 Contributors 
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Rosa Islas
Donald Ivey
Emily Jacobsen
Helen Jacobsen
Jean and Richard 
Jacobsen
Joanna Janssen
Linda Jensen
Ben Jessen
Sally Jochimsen
Annalee Johnson
Denise Johnson
Edward Johnson
Jacquelyn Johnson
Jason Johnson
Chris and Lisa Jones
Kim Jordan
Jennifer Jorden
Laura Joseph
Nicole Judnic
Catherine Jurgensen
Christy Justice
Elaine Kahns
Dan and Natalie Kanney
Susi Kaplan
Gloria and Irwin Katz
Michael and  
Laurie Keane
Sean and Elizabeth Keely
Christine and  
Kirk Kehrley
Rolla Kehrman
Mark Kelleher
Gregory Kelley
Robert Kelley
Colin and Michelle Kelly
Susan Kelly
Molly Kendall
Janeth Kennedy
Keurig Green  
Mountain, Inc.
Jessica Kevins
Lisa Khavkin
Alan and  
Kathleen Kimura
Stacy King
Susan King
Bryan Kirch
Robert and Mary Kirch
Sarah Kirkpatrick
Jennifer Klauer
Edwin and Ruth Klenke
Cynthia Knepp
Louise Kofron
Suty Komsonkeo
Radhika Kotangoor

James Kremers
Dale Kronebusch
Margaret Kruse
Benjamin and  
Mary Kuhlman
Richard Kulka
Jerry and Delores Kunz
Debbi Kvietkus
Diane Laforges
Gene Laforges
Delia Laiewski
Robert and Vivian 
Lamond
Raymond and  
Kathy Landry
Danielle Lane
Julie Lange
Michelle Lankford
Terry and Sarah Lanter
Gail Larson
Karen Larson
Louann Lauck
Kristen Lavelle
William Lavine, DMD
Dennis and  
Marilyn Lawler
Erik and Christina 
Lawrence
Judy Lawson
Marc Leahy
James and  
Kristina Leamer
Kenneth and Sandra 
Ledford
Jennifer Lee
Kevin and Robyn Lee
Lauren Lee
Mike and Amy Legendre
Greg and Kristen Lehman
John and Linda Lejeune
Adam Lerner
Matt Lesniewski
Robert and Maribeth 
Letourneau
Scott and Gabriella Lich
Emily Light
Lynn Lilore
Mark and Mary 
Linenbroker
Kory Lipscomb
Emily Lisi
Scott Littrell
Julia Loberger
Alice and Dennis Locy
Joanne Loe
Beth and Nick Lombardo

JulieAnn Lonero
Kara Long
John and Lauren Longo
Joel Loomis
Lisa Lopez
Alayne and William 
Lowenberger
Elizabeth Loy
Joe Luczak
Christine Lurtz
Jessica and Darlene Lynn
Dave and Jean 
MacDonald
Lori MacPherson
John Mainwaring
Majestic Dental  
Designs, Inc.
Tisha Malo
Susan Mandilag
Gloria and James 
Manigrassi
Chery Mantzell
Jerome Manuel
Andre and  
Melissa Marcotte
Jimmy and Renea Marine
Marrone’s Deli & 
Catering, Inc.
Heather Martin
Jason Martin
Susan Martin
Jorge Martinez
Michelle Martinez
Dorothy Mask
Marilyn and  
Paul Massaro
Gerardo and  
Lucille Masucci
Cara Mattson
Julia Matuozzi
Douglas Matzke
Michaelle and  
Wolfgang Mauch
Michael Maxwell
Michael McCarron
Amber McCulloug
Joy McDerrmott
Shelly Mcdonald
Wally McDonley
Mark McGurrin
Carol Mckee
Melissa Mckee
Judith McKinstry
Charles McLean
Donn and  
Dana McMahan

Jean McMaster
Fatima Mejia
Donny and Molly Merrill
Dianna Messenger
Julie Mettert-Vann
Maryal Mewherter
Microsoft
Michele Mierzejewski
Jana Millar
Cynthia Miller
June Miller
Mary Miller
Jessalee Mills
Rachel Millstone
Paul Miltgen
Lynda Minor
Ted Mitchell
Daniel and Laura Mlacnik
Ellen Modes
Lynn Moffett
Edith Monachello
Michael and Lillian 
Monterosa
Kevin and  
Tammy Mooney
Kim Mooney
Brenda Moran
Linda Morgan
Terry and Joy Morgan
Megan Morrow
Pamela Mote
Terrance Moultrie
Ken and Jackie Mueller
Levi Mueller
Kevin Mullahy
Lynne Mulliner
Tim Mulroy
Christopher Munoz
Christine Murray
Curt Murray
Ellen Murray
Jo Ellen Murray
Kevin Myers
Paul and Gail Myers
Carl and Kathleen Nagy
Tekisha Nash
Sivakumar Natarajan
Nicole Needles
John and Dorothy 
Negangard
Ross Nelle
Thu Nguyen
Eastern and Southern 
UW of NJ
Ken and Helen Noble

Steven and  
Angela Norman
David and Mona Noyes
Afshan Numan
Sarah Oakleaf
Connie O’Connell
Amie O’Connor
Kevin and Danielle 
O’Connor
Nan O’Connor
Julia O’Hara
Jackie O’Keefe
Sheila Oliver
James and Cindy Olson
Matthew Organ
Jason and  
Christi Ormeroid
Robert and  
Barbara Osgood
Eugene and  
Elizabeth O’Shea
Dorothy and  
Ralph Ostella
Michael and  
Evelyn Ostella
Bonnie Oven
Andrea Owens
Richard Pacitti
David Pagona
Kerry and George Painter
Daniel Palmer
Shirit Pankowsky
Sharon Parnell
Jason and Mandy Pate
Julie Patricia
Jennifer Pavlovic
Anna Payne
Jodi Pedisich
Stephanie Peebles
Teresa Peecook

continued…

ULTRAGENYX MEPSEVII APPROVAL 
GALA: RYAN DANT (MPS I), SILVIA 
RAMIREZ, LAYNIE HOLLAND (MPS I),  
DR. PAUL HARMATZ, MADISON 
HOLLAND (MPS I)
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Gary and Marcia Pentz
Christopher Pepper
Linda Perrella
Edward Perron
Jeff Peters
Juergen Peters
Susan Peters
Norman and  
Elizabeth Peterson
Robert and Nancy 
Peterson
Josephine and  
Paul Petruzzi
Yvonne Phillips
Ruth Pias
Diana Pickup
Jolene and Tadd Piefer
Patricia Pike
Raffaele and  
Rosemarie Pisani
Lisa Pitney
Carrie Pitt
Roger and Ruth Pline
Wendy Poage
Noelle Policastro
Stephen and  
Kathryn Pollard
Margaret Porter
Linda Post
Cynthia and  
George Powers
Margaret Pratt
Robert Purdum
Alan Putnam
Felicidad Quilo
Patricia Quintenz
Thomas and Lisa 
Qvistgaard

Stephanie and  
Edmund Rabuse
Kris and Eden Radcliffe
Robert Radeke
Shelly Raichel
Mark and Morgan 
Raleigh
Bill Ramer
Rosa Ramos
Joanne Ramsey
Ralph and Marva 
Ramsey
Maryann and  
Howard Ramshorn
Sandra Rapicavoli
Matthew and  
Kelly Rapoport
Kendal Rasmussen
Floyd and Sharon Reed
Charles Reeder
Alfred Regalado
Andreas Reik
Jeffrey and Deb Reinke
Lee Reinsimar
Paul Rendich
Kirk and Kathy Reuter
Timothy Reznicek
Phillip Rhodes
Jennifer Richie
Scott Riley
Kim Ritchie
Christian Rivas
Judith Rivera
Ronaldo Rivera
Joseph and  
Catherine Rizzo
Kathy Roberts
Sally and Charles 
Roberts
Dan and Rita Robertson
Corey Robinson
Norman and  
Carol Robinson
Melodie Robison
Emilio Rodriguez
Jessica Roesler
Dave and Janet 
Roessner
Bek Rolland
Richard and  
Darlene Rome
Julie Romig
John Rose
Carol and Karima Rucker
Michelle Ruiz
Silvia Ruiz

Ann Rush
Lisa Rux
Paul and Kathy Rysz
Michael S
Karen Sabban
Susan Sabol
Dana Saif
Randy Saitta
Salesforce.com 
Foundation
Gulabsinh Sampat
Christina Sanchez
Jonathan Sanchez
Michelle Sanchez
Victor Sanchez
Jana Sanders
Rodger Sanders
A.L. and Angela 
Sarantinos
Susan Scarborough
Joann Scarpelli
James and Elaine 
Schaefer Jr.
Shelly Schettino
Roger Schlueter
Ashley Schneider
Greg and Kathleen 
Schneider
Norma Schoen
Nicole Schouwenaar
Catherine and  
Peter Schreiber
Jean and Randy 
Schroeder
Erin Schwartz
Julie Schwartz
Mark Sciabacuchi
David and Virginia Scott
Leslie Scott
Ron Scott
Beverly Scriber
Megan Sebanc
Dean Seeley
Ronald Seher
Bob and Carmel Seifert
Brian Service
Mark Shaffer
Kerry Shamaly
Greg Sharrits
Arisela Shaw
Muhanad and  
Jumana Shawkat
Audrey Sheets
Jared Shelton
Nancy and Kent Shelton

Susan Shepps
Robert Sheridan
Ian Shieh
David Shivak
Pam Shurmantine
Daniel Silbernagel
Vicki Simon
Eleanor Sims
Sam and Judy Sims
Silvia Siso
Anne Siudzinski
Ruth Sjostrom
Haldri Ann Sjovold
Melissa Skelton
Shaun and  
Megan Skelton
Juliet and Dean Skuldt
Melinda Sleight
Edward and Anne Smith
Elliott and Melissa Smith
Francis Smith
Janice Smith
Jennifer Smith
Joan Smith
Lenwood Smith
Mark and Mary Smith
Maureen Smith
Timothy and  
Theresa Smith
Wally Smith
Josh Sommers
Michael and Laurie 
Sparkman
Sharon Sparlin
Anna Spriggs
Norma Staats
Roderic and  
Pamela Stafford
Tricia Stahl
Anndrea Stamey
Jessica Stankard
Max Statum
Deborah Stehlik
Robert and Ellen 
Steinman
Myrna Stelman
David and Kathy 
Stembridge
Donna Stephenson
Mark Steudel
Summer Stevens
Jeremy Stewart
Theresa Stoveken
Nancy Stringham
R. and Lois Strom

Hollie Stuart
Larry and Diane Suhr
Suhre’s Co., Inc.
Alyse Summers
M.J. Sureau
Bradley and  
Carolyn Swanson
Beverly and  
Allan Sweeny
Wendy Swenson
Jack Swepston
Donald and  
Rachel Swicker
Tania Tam
Myke Tavarres
Amanda Teplitz
Nikki Terry
The Carle Collection
The Illumina Foundation
The Oxford Grain  
& Hay Co., Inc.
Erica Thiel
Michael Thielen
Terri and Allen Thomalla
Mary Thomas
Patsy Thomas
Grace Thompson
Nancy Thomson
Aleksandr Tikhonov
Tim Timmons
TisBest Philanthropy
Nita Todd
Todd and Gerry Toll
Joseph and Christine 
Tomlinson
Pamela Ton
Hilary Topper
Miguela Torres
Robert and Janine 
Townsley
Carol Treutlein
Sherri and Alan Tribuzio
Trident Enterprise’s, Inc. 
T/A Earl’s Sub Shop
Arleen Trioo
William and Faye Trotter
Benjamin Turner
Kathy Urbanek
Sagar Vaidya
Ray VanSickle
Carol Vansplinter
Nancy Vardaro
Jeanette Velsmid
Marian Venneman
Carol and William 
Verrastro

2018 Contributors 

NICOLE BENNETT  
(MPS II SIBLING)
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Gabrielle Vest
Michele Vicarro
Elizabeth Vielhauer
Peter Vincer
Jennifer Vinh
John Vitale
Charles Vite, DVM
Donald and  
Blanche Vlasak
David and Lori Vorbeck
Melissa Wade-Meyer
David and Nancy Wagner
Linda Wallace
Theresa Wallin
Lisa Ward
Pat Keegan Ward
Watermark Custom 
Homes, LLC
Steve and Martha Waters
Doris Watson
Elke Wechsler
Helene Wechsler
Daniel Weiss
Patricia and  
Gerald Weiss
Brian and  
Jessica Wellman
Michelle Wells
Taylor Wells
Joan Werner
J.P. Morgan Chase 
Foundation
Dena White
Michael and Amy White
Raymond and  
Samantha Whittaker
Bruce and Mildred 
Wigglesworth
Jerry and Connie 
Wildberger
Tony Wilderman
Sonya Wildermuth
Martha Willemain
Brian and Dolores 
Williams
Diane and Leslie Williams
Garrett Williams
Gregory and  
Kristina Williams
John and Gail Williams
Joseph and  
Jacqueline Williams
Kim Williams
Maureen Williams
Pia Williams
Julie Willoughby

Aimee Wilson
Charlotte Wilson
Sheila Wilson
Tara Wilson
Jan Wimberley
Chad and  
Courtney Winkler
Aaron and Julie Winner
Anne Witt
John Wolfe, VMD
Sharon Wolpoff
Jocelyn Wong
Victor Wong
Victor and Vivien Wong
Susan Woodward
Gilda Worsham
Stephanie Wyatt
Judy and Mansour Yamin
Xi Yinlun
Caitlin Yonker
Marcus and  
Angela Young
Tommie Young
Anthony and  
Gladys Zeller
Lian Zhu
Bob and Kate 
Zimmerman
David Zimmerman

Patron 
($5 to $25)
Izdehar Alghazali
Jordana Archuleta
Ladonna and  
Dewane Arnold
Katie Auerback
Meaghan Baker
Cynthia Bauer
Gordon and  
Barbara Beyer
Blue Cross Blue Shield  
of North Carolina
Kathleen Brady
Dianne Brooks
Kevin and Charlotte 
Browning
Lavern Bruce
Robert and  
Marianne Brulhardt
Courtney Bruno
Barbara Burns
Tony and Claudia Busse
Carole Carballo
Carbon Vintage 
Diamonds

Sarah Carey
Rayna Carney
Andrew Charest
Carrie Cichon
Jo Coan
Paul and Lori Coaty
Santos Coelho
Adam Cole
Roger and Robin 
Coleman
Stephanie and  
Shawn Cozine
Patti Crawshaw
Linda Cross
Susan Danielson
Gary Davis
Pamela and Robert Dean
Frances Demarco
Judy Devries
Justin Dickerson
Terry and Irene-Mary 
Dunbar
Leroy and Denise Dupert
Geri Edwards
Christopher and  
Katie Endicott
John and Trasey Falcone
Stephanie Faust
Anthony Fedewa
Amanda Fern
Lois Finney
Barb Fisher
Norma Fritz
Lawrence and  
Stacey Froehlich
Kenneth and  
Bernice Galloway
Jordan and  
Shawn Garvin
Liz Gibson
Amy Gioletti
Eugene Goldfarb
Heather Grund
Gail Guidoni
Sejal Hall
James and Krista 
Hamilton
Patrina and  
William Hesslink
Joseph Ho
Lisa Jackson
Debra Jennings
Kimberly Johnson
Jane Johnston
Aaron Kahn

Jeneba Kaikai
Eric and Amy Kaiser
Jessica Kallberg
Kathleen Kapes
James and  
Tabitha Kappel
Susan Kester
Jonathan and Katie Kirby
Gloria and Darin 
Klaesges
Jennifer Klein
Christa Kurtansky
Stacey Lapine
Lauren Lund 
Psychological Services
Christopher and  
Amber Layson
Steven and  
Elissa Lazarus
Kory and Karen Leppo
Tara Lewis
Marion Lidsky
Dolores MacRi
Stephanie Maier
Jennifer Marsh
Shirley Mathewson
Alexis Maulucci
Tracy Mayo
Robert and  
Debra McArdle
Lauren McCarthy
Jack and Colleen 
McNamara
John and  
Catherine Medley
Rebekah Melton
Edwin Minner
Tracy Moreland
Timothy Morgan
Wes and  
Kimberly Morgan
Madeline and  
Merritt Moseley
Todd and Tracy Mulroney
Alma Munoz
Sara Myers
Emily and Shawn Nichols
Connie Nurre
Ll Ou
Rebecca Palumbo
Stephen and  
Donna Parente
Jennifer Park
PayPal Giving Fund
Diana Peluzzo
Gemma Perez

Ambrose and  
Patricia Perreault
Pat Perriello
Nicole Potts
Randy and Julie Reneer
Jimmy and Willow Rice
Marey Richins
Diane Richter
Becky Ritz
Melinda Roelfs
Patrick and Carrie Ryan
Kariana Schnebly
Monica Schmalz
Donald and  
Janet Schmidt
Amy Seeger
Coby Sheppard
Edgar Skaosk
Darby Snyder
Natalie Stone
Laura Stratton
Anne Stump
Kayla Taul
Dennis Teachworth
Alex and  
DeAnna Timbrook
Caleb Turk
Rich and Debbie 
Vanderpool
Debra Whitebeck
Rick and  
Rebecca Wildman
Bill and Betty Wirth
Michael Yocum
David and Ruth Young
Yuanyue Zhou

WORLD MEETING: STEPHANIE 
BOZARTH (USA), JORDI CRUZ 
(SPAIN), TERRI KLEIN (USA)

27



MPS and ML 

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.

2018 INTERNATIONAL SYMPOSIUM, OPENING RECEPTION: STEPHANIE BOZARTH,  
CHERYL AND AUSTIN NOLL, LYNN AND SCOTT HOPKINS, AND CAROLINE DABNEY



2018 Board of Directors 
Stephanie Bozarth / Chairman
(MPS IV parent)
McLean, VA 
stephanie.bozarth@mpssociety.org

Kim Whitecotton / Vice Chairman
(MPS II parent) 
Modesto, CA 
kim.whitecotton@mpssociety.org

Lisa P. Todd / Treasurer
(MPS II parent)
Albuquerque, NM 
lisa.todd@mpssociety.org

Amber Mongan / Secretary
(MPS I parent)
Eugene, OR 
amber.mongan@mpssociety.org 

Austin Bozarth 
(MPS IV parent) 
McLean, VA 
austin.bozarth@mpssociety.org 

Caroline Dabney 
New York, NY 
caroline.dabney@mpssociety.org 

Amy Holland
(MPS I parent) 
River Oaks, TX 
amy.holland@mpssociety.org 

Steve Holland 
(MPS I parent) 
River Oaks, TX 
steve.holland@mpssociety.org 

SCIENTIFIC ADVISORY BOARD 
Patricia Dickson, MD,  
Committee Chairman
Lorne Clarke, MD
Alessandra D’Azzo, PhD 
Robert Desnick, MD, PhD
Julie Eisengart, PhD 
Matthew Ellinwood, DVM, PhD 
Paul Harmatz, MD
Mark Haskins, PhD, VMD
Kim Hemsley, PhD
John Hopwood, PhD
William G. Mackenzie, MD 
Joseph Muenzer, MD, PhD 
Elizabeth Neufeld, PhD

Lynn Hopkins 
(MPS I parent) 
Long Beach, CA 
lynn.hopkins@mpssociety.org 

Scott Hopkins
(MPS I parent) 
Long Beach, CA 
scott.hopkins@mpssociety.org 

Larry Kirch 
(MPS III parent) 
Scottsdale, AZ 
larry.kirch@mpssociety.org 

Kris Klenke 
(MPS II parent) 
Worden, IL 
kris.klenke@mpssociety.org 

Jason Madison 
(MPS II) 
Seattle, WA 
jason.madison@mpssociety.org 

Austin Noll 
(MPS III parent) 
Middleton, WI 
austin.noll@mpssociety.org 

Christine Tippett 
(MPS IVA parent) 
Littleton, CO 
christine.tippett@mpssociety.org 

Beth A. Pletcher, MD 
Lynda Polgreen, MD, MS
Kathy Ponder, MD 
Mark Sands, PhD 
Edward H. Schuchman, PhD 
Calogera Simonaro, PhD
William S. Sly, MD 
Richard Steet, PhD
Charles H. Vite, DVM, PhD
Steve Walkley, DVM, PhD
David Wenger, PhD 
Klane White, MD
Chester Whitley, MD, PhD
John H. Wolfe, VMD, PhD

2018 SCIENTIFIC ADVISORY BOARD MEETING

STAFF
President and CEO
Terri L. Klein
terri@mpssociety.org

Development Director
Brian Buechler
brian@mpssociety.org

Communications Director
Jacob Desjarlais
jacob@mpssociety.org

Controller
Angela Guajardo 
angela@mpssociety.org

Family Support Lead
Coreen Gray
coreen@mpssociety.org

Family Program Coordinator
Leslie Urdaneta
leslie@mpssociety.org

Program & Development Coordinator 
Katelyn Blackman
katelyn@mpssociety.org

Program Support 
Meredith Gray Stone
(thru June 2018)

Administrative Support Associate
Rebecca Schranz
rebecca@mpssociety.org
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