
2017 PURA Syndrome Foundation

Annual Report



LETTER FROM THE PRESIDENT Dominic J. Spadafore

A letter from the President of board of directors: 

Look how far we’ve come!

It has been an honor to serve this community as the President of the PURA Syndrome Foundation since joining the board in April, 2017.  An it has been an 

amazing and busy year!  Our first Gala Fundraising event, our first two grants awarded, and the firm establishment of both a global registry and a biobank.  We 

have grown as an organization as well, working hard to understand our relationship with other organizations and how best to work together to our common goals.  

We are understanding our roll in the world as a global community, full of different cultures, expectations, and learning how to embrace each other, all of us to 

support each other.

We have also learned fundamental things about ourselves: currently every member of the board is a parent with a PURA diagnosed child.  We are activist 

parents and passionate advocates for our children.  We are also now business people running an international organization!

What follows is our first annual report.  It is our attempt to bring “day-light” and understanding to what we do as a foundation, and how we are stewards of 

the money and efforts you have entrusted to us. It is an accounting of what we have done to advance our mission to help you, our PURA family.  I hope it helps to 

hold us accountable: to you and to our mission.  I welcome your thoughts and input, please let me know how we’re doing, and what else we can do! I also appeal to 

each of you to consider joining us in these efforts.  The more perspectives we have, the better we will be able to serve and support you.

Thank you!

Dom



MISSION Guiding our actions

Our Mission Continues to be:

To serve, educate and fund research for families coping with the 

effects of PURA syndrome.  Foundation, Families, Clinicians and 

Researchers together as one community.

Education
Research

Support



PURA SYNDROME COMMUNITY Global perspective from

3 distinct organizations

The PURA Syndrome Foundation is one of three 

independent organizations working toward a 

common mission.

Because of the sensitivity of individual medical 

conditions and family privacy, these 

organizations operate independently.



PURA SYNDROME COMMUNITY Global perspective from

3 distinct organizations

A global network of Medical Researchers and clinical 

affiliates, assisting the Foundation in research, 

publication, and organization, including the Global 

Patient Registry and the Biobank.

An independent Facebook community exclusively for 

parents, providing mutual support and a venue for 

confidential conversations between parents and 

caregivers: a place to ask and explore, celebrate 

and support. 

Amy Fisher,  Lead administrator

The Foundation helps organize multiple entities to 

fill the needs of PURA families and to coordinate 

research and education for clinical care.  The 

Foundation raises funds, connect researchers and 

clinicians, and support publications for parent to be 

advocates. 



2017 Board Year in Review

What does the Board do?

The Board of Directors of the PURA Syndrome Foundation is a group of volunteers who are directly affected by PURA syndrome.  As a 

group, we are charged with carrying out the mission of the Foundation, proactively supporting fundraising and medical research, as well as 

providing a path to communicate with and support parents throughout the globe.  We strive to connect families with researchers and provide 

research to family clinical teams to improve the quality of life for our families.  

As part of this, we raise funds, we make grants for research and other support, organize an annual global conference that is accessible 

to families and researchers alike, and we raise awareness of PURA syndrome in our communities.  

In 2017 we have:

• Hosted the 2nd Annual Global Conference in Philadelphia

• Continued organizational development of the foundation and legal responsibilities

• Created a fundraising working group in order to provide resources and ideas for fundraisers

• Conducted outreach visits to our allied research institutions: 

Temple University, Philadelphia USA – University of Southampton, Southampton UK – Helmlotz Zentrum München, Germany

• Simplified our Fundraising through Project for Good, a web-based platform

• Started a store for PURA Merchandise for our Families – connecting us to our communities

• Instituted an Account agreement in the UK with the University of Southampton to receive funds in the UK for the benefit of the PURA Syndrome 

Foundation



2017 HIGHLIGHTS What we did

Some more of our accomplishments in 2017 included:

• 8 Board meetings

• 11 Blog posts 

• 4 Quarterly Newsletters

• Added a new member to the board: Dominic

• 2017 Annual Conference held in Philadelphia!

• First grant awarded – a Travel Grant to present in 

Philadelphia

• First research grant awarded 

($27,000 - Registry development & paper)

• Chicago PURAperfect Night Gala Fundraiser

• 3 Global social media campaigns

• Rare Disease Day (February)

• PURA Birthday (October)

• Giving Tuesday (November)

• Reached out to over 100 new families

There were

193
known to the foundation 

at the end of 2017

fa
m

il
ie

s



2017 Board Year in Review

2017 BOARD OF DIRECTORS: 

Dominic Spadafore – President

(Open) – Vice President

Sarah Bloom Anderson – Secretary

Damon Fisher – Treasure

Mel Anderson – Medical Liaison

Ceciel van Hoeckel – Parent Liaison (outside US)

Karen Bennett – Parent Liaison (US)

Joanna Horsnail – 2017 Conference Organizer 

& Fundraising Liaison

Andy Dodds – Communication & Social Media

WORKING COMMITTEES:

Biobank Committee: 

Mel Anderson, Chair

Grant Committee: 

Dominic Spadafore, Chair

Registry Committee: 

Mel Anderson, Chair

Fundraising Working Group: 

Joanna Horsnail, Chair

Members of the board serve a 3 year term.

Terms are staggered, providing continuity.

Sarah Bloom Anderson

Karen Bennett & 

Andy Dodds 

completed their terms at the end of 2107.

THANK YOU 
for your service!



2017 Budget: Revenue and Expenses

How much we Raised
• General income: $34,740

•Grants: $1,000

•Parent events, general: $33,740

• Organized events (Chicago): $37,695

• Conference (Total): $15,823

• Year End Challenge: $21,940

TOTAL FUNDS RAISED DIRECT TO FOUNDATION:

$110,198 (US)

Additional (restricted) Donations: £42,000
Donated to University of Southampton for the benefit of the 

PURA Syndrome Foundation

General
32%

Chicago Event
34%

Conference 
2017
14%

Year End 
Challenge

20%

US INCOME
A significant responsibility of the Foundation is raising 

and distributing money for research and education.



2017 Budget: Revenue and Expenses

How much we Spent:
• General Expenses: $  5,689

•Administration, fees, licenses: $2,649

•Software: $3,040

• Organized events (Chicago): $  5,797

• Conference (2017): $23,165

• Conference (2018 Deposit): $  3,246

TOTAL FUNDS SPENT BY FOUNDATION:

$39,684 (US)

Additional Research Grant Awarded (Not yet distributed):

$27,000
Grant awarded to University of Southampton for research position and paper related to 

PURA Syndrome Foundation Global Patient Registry and Clinical pediatric epilepsy 

research. This grant was matched by an anonymous donor to the University of Southampton 

for this project. While these funds were awarded in 2017, they will be distributed in 2018, 

and are not included in the 2017 funds distributed number above. 

General
9%

Chicago
9%

2017 
Conference

36%2018 
Conference

5%

Research 
Grant
41%

EXPENSES
Each spending decision by the board includes 

answering: How does this advance our mission?  



WHERE WE ARE The sun never sets on PURA

30
Countries in the 

PURA

Community

By December 31, 2017 we were connected with 

193 families known to the Foundation in

30 Countries on all 6 Occupied Continents

Argentina, Australia, Azerbaijan, Belgium, Brazil, 

Canada, Czech Republic, Denmark, Finland, France, 

Germany, Hong Kong, Iran, Republic of Ireland, Israel, 

Italy, Japan, Netherlands, New Zealand, Poland, Saudi 

Arabia, Serbia, Singapore, South Africa, Spain, UK 

(England, Scotland, Northern Ireland), USA.

At least 14 languages spoken

In early February of 2018, we found our 200th family



SUPPORT Helping our community

The Foundation provides support to families and the medical community through several areas 

of focus.  These include bringing people together in person and connecting virtually.

• Annual Global Conference (Bringing together parents and researchers)
• 2016 1st Annual Conference – Surrey, UK

• 2017 2nd Annual Conference – Philadelphia, US 

• 2018 3rd Annual Conference – Cambridge, UK

• 2019 4th Annual Conference – Planning

• Regional Events (personal connection & fundraising):
• Chicago PURAperfect Night Fundraising Gala

• Numerous individual fundraisers hosted by families, live and via social media

• Social Support & Educations:
• Launch of on-line store – show your “PURAwear”

• 11 Blog posts & Social Media

• 802 Facebook Foundation Page Followers

• 4 – Research Institutions in affiliation 36,534
Visits to PURAsyndrome.org in 2017



GLOBAL ENGAGEMENT Identifying our community

The PURA Syndrome Foundation supports and educates patients and their 

families, providing a global community. 

This community provides a place of belonging to those who may otherwise feel isolated by 

rare disease, enriches the medical research being completed and educates those outside the 

community about the condition.  We strive to have a diverse selection of appropriate 

partnering organizations that increase our ability to connect with PURA families and 

advance medical research into PURA syndrome and the PURA gene.

2017 Global Engagement:
• Membership And Support With Global Rare Disease Organizations

• Global Yearly Conference – UK 2016, USA 2017

• Global Research Partnerships – USA, UK, Germany, Netherlands

• Global Clinical Affiliates For Clinical Support On Website

• Website Planning For Access In Multiple Languages

• Foundation Support Of Global Clinical Research Paper

Partnering & Member 

Organizations:

EURORDIS – Rare Diseases Europe

NORD – National Organization of Rare 

Disorders (USA)

Global Genes - RARE Foundation 

Alliance Member

Genetic Disorders UK – Jeans for 

Genes Day



EDUCATION Assisting patients & clinicians 

We strive to provide educational material related to 

PURA syndrome for families and clinicians. 

Therefore: PURA Syndrome Foundations sponsored research 

papers will be open access and available to families 

and their medical teams.

We will continue to:
• Publish Newsletters with updates

• Board Member Rotations, engaging as many 

people to spread the word  

2018 initiatives: 
• FAQ’s for new families & clinical teams

• Translate our core information into multiple languages

• Global Registry Launch

• Annual Global Conference 

• Fund raising kits

Each family can expect 5 clinical 

specialists.  That’s 

OVER 1,000
Clinicians

Working with families 



RESEARCH Increasing understanding

Foundation Funded Research:

• PURA Syndrome Global Patient Registry (in development)

• PURA Syndrome Global Patient Registry Clinical Fellow

Foundation Supported Clinical Material Published:

• GeneReview - PURA-Related Neurodevelopmental Disorders 

• Clinical Paper - Reijnders et al, 2017 

Parallel Research on the PURA gene and Pur-alpha protein by 

the PURA Syndrome Global Research Network:

• Munich, Germany: Protein Crystallization, Metabolomics, iPSC 

• Philadelphia, USA: Mouse Model

• Southampton, UK: RNA Sequencing

Parallel Research 
provided an additional

$120,000 
of work in 2017 

Foundation Research 

money spent was 

amplified

Through the 

Global Research Network

4x



PLEASE HELP Together we do great things

A closing note about the importance of help.

Dear family and friends of the PURA Syndrome Foundation:

So many of you have asked how you can help us, and for this we are truly grateful. The Foundation is 100% volunteer-run and our funding 

comes 100% from private donations. In order for us to continue to do what we are doing, we need your time, talent, and treasure. We are 

always seeking volunteers to assist with our committees, the annual conference, and other initiatives, many of which are outlined here. As we 

find more families, we will need more assistance from you to help serve all of us.  We are building a global community where no one should 

feel alone and everyone is welcome.

Can you help us continue building this community? Please contact Dominic Spadafore at d.spadafore@pura-syndrome.org.

In addition, all of our fundraising is undertaken by parents, friends, and volunteers. We have a number of ways that you can be involved with 

fundraising for the Foundation: everything from an individual online campaign (perhaps for a special birthday or milestone?), to small group 

events, to participating in a regional gala. We can help you (and your friends) tailor a fundraiser to be something fun and meaningful for 

you.

Interested in fundraising with us? Please contact Joanna Horsnail at: j.horsnail@pura-syndrome.org. 

Thank you for your generosity – together we are family.

mailto:d.spadafore@pura-syndrome.org
mailto:j.horsnail@pura-syndrome.org
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