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Executive Summary 

Rare New England is pleased to present our 2017 Annual Report. Rare New 

England was previously known as Mito New England, which was founded in 

2013 to allow patients and families find connections and emotional support 

among those with similar complicated medical problems. Rare New England 

herein referred to as (RNE) was established in 2016 by a group of medical 

professionals after recognizing the unmet needs of those affected by 

rare/complex/chronic disorders. The nonprofit strongly believes in empowering 

patients with information relevant to their medical issues through educational 

opportunities, enabling potential for improved quality of lives. RNE advocates 

for patients and families and seeks to offer educational opportunities to 

patients, families and healthcare professionals regarding how to achieve and 

maintain quality of life for patients and families, dealing with rare/ complex 

disease. RNE’s goal is to empower patients and families around their own 

individual care needs. 

RNE provides educational opportunities with group presentations by physicians, 

attorneys, bio-ethicists and other professions familiar with the Rare 

Community. RNE also provides for patients and families to learn about 

resources available to them by hosting speakers who represent wish granting 

organizations. RNE collaborates with many stakeholders in the many areas of 

rare disorders including, physicians across the United States and Canada, 

hospitals, state agencies, schools, advocacy groups, pharmaceuticals, patients, 

families and caretakers about the many aspects of rare disease treatment and 

support that must be improved. RNE also provides phone, e-mail, and in person 

support, both one-on–one and in a group setting. 

Rare New England has had no paid staff; therefore, the nonprofit relies on the 

effort and support of its board of directors, volunteers, and donors.  

This report contains Rare New England’s accomplishments throughout the year, future 

goals, financial information, testimonials, and photos.  

 

 

 

 

 



 

Rare New England’s Mission is to 

bring together New England patients, 

families and providers touched by rare 

and complex disorders. We offer 

educational opportunities, create 

awareness of available resources, and 

build foundations for support to 

improve patient quality of life. 

RNE aims to bridge the gap between 

patients and families, clinics and 

clinicians, and the many resources 

available to them by existing 

government programs, advocacy 

organizations and patient groups, and 

state agencies, in the New England 

area. 

Our Mission 
  

  

 

 

 

  

  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



Rare New England, INC is based out of Attleboro, 

Massachusetts and strives to meet the needs of the 

whole New England area living and working with rare 

diseases including Maine, New Hampshire, Vermont, 

Massachusetts, Rhode Island and Connecticut. 

 



Email Contact 

Info@rarenewengland.org 

Visit our website to learn more about whom we are and what we do. 

www.rarenewengland.org 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Office and Mailing Address 

Rare New England, INC                          

120 North Main Street                       

Suite 202                                              

Attleboro, MA 02703 

Phone Contact 

508-699-4035 

Find us on social media! 

Facebook – www.facebook.com/www.rarenewengland.org 

Twitter - #RareNewEngland 

Instagram - rarenewengland 
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ACCOMPLISHMENTS  

2017 was a successful year for Rare New England. We continued to carry out our mission to 

bring together New England patients, families, and providers touched by rare and complex 

disorders: offering educational opportunities; creating awareness of available resources, and 

building foundations for support to improve patient quality of life. Rare New England was able 

to help hundreds of patients and families this year.  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



With the help of donors and volunteers we were able to accomplish several 

significant milestones.                                                                                                      

We organized multiple events that included hosting a teen game night for teens 

diagnosed with a rare disease, partnering with The Coalition Against Pediatric 

Pain; 

 

 

 

 

 

 

 

 

 

 

 

 

 



 

:hosting a workshop at the Oley Foundation Annual Conference called 

“Communicating with your Medical Team”; 

 

 

 

 

 

 

 

 

 

 



:and hosting a conference in Partnership with the University of Vermont 

Children’s Hospital called “Improving Health Care Experiences in the Rare Disease 

Community with Information and Support”.  

 

 

 

 

 

 

 

 

 

 

 

 

 



Rare New England partnered with the Festival of Genomics in Boston to offer a 

Patient Track targeted toward patients and families living with rare diseases.  

 

 



Rare New England has been collaborating with Massachusetts State Representative, Paul Heroux since 

2015. This collaboration is focused on establishing a “Rare Disease Advisory Council” in Massachusetts. 

The rare disease advisory council would work to coordinate statewide efforts for the study of the 

incidences of rare diseases within the Commonwealth. The bill is known as HB 3714.  

Legislative efforts are imperative in creating laws and setting framework for enforcement. Proper 

healthcare for all individuals requires strong legislation that paves the way for improved policies. There 

is a lot we can do to aid legislative efforts and we can begin with acts as simple as making telephone 

calls and/or sending emails to our own State Representatives and Senators to explain what it is like to 

live or work with rare disease and ask for their support for bills in play. Every call/email counts!  

In words of a legislative aide who worked with Congressman Joseph Kennedy, "When we receive a call 

about an issue we take note. When we begin to receive multiple calls on an issue, we realize we have a 

problem to solve". Your call or email could be the one that makes the difference! Don't hold back; make 

that call today. 

 

 

 

 

 

 

 



GOALS 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



As Rare New England continues 

to grow we plan to continue to 

carry out our mission and help 

even more people. We have 

established goals for the 

upcoming 2018 year. These goals 

include the development of a 

Rare Disease Day Speaker Series, 

hosting an informational 

conference in a New England 

State, and develop a rare disease 

resource manual.  

With the continued support of 

our incredible volunteers, hard-

working board members, and 

new aid from additional donors, 

Rare New England hopes to 

provide more help for families 

afflicted with rare diseases as 

well as continuing to raise 

awareness for research of these 

diseases. 

Rare New England desires to 

continue to grow and improve 

how it provides resources for 

those within the area. If 

individuals and their families 

continue to struggle against rare 

diseases, we will continue to help 

them get through their struggles. 

If this problem persists, we hope 

that Rare New England will not 

only persist along with it, but 

continue to grow. 









TESTIMONIALS  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

“RNE come into my family's life just when we needed the 

organization the most. Our sons recently were given the 

Mitochondrial Disease diagnosis when this organization began. The 

information and the support of meeting others on similar journeys 

was and is much appreciated. Julie Gortze has been a phenomenal 

host and organizer. Her knowledge and the speakers she has 

arranged have been extremely helpful. MNE has been life changing 

and we are grateful". -Anne  

 

"I discovered Rare New England last 

summer, a few months after receiving 

my son's diagnosis. This was during a 

time that I had so many unanswered 

questions and, like with most rare 

diseases, very little resources to look to. 

[RNE] was there for me though. Julie 

Gortze helped connect me with other 

families, doctors, and resources and 

information that has made this journey 

much more bearable. [RNE] offers 

valuable and irreplaceable resources for 

families in our area and I will be forever 

grateful". - Laura  

 

“I'm a teen living with several rare 

diagnoses.  About a year ago I attended 

a game night in Massachusetts for 

teens living with rare and complex 

illnesses. The event made a lasting 

impact on me, and I have several 

friends I made that I've kept in touch 

with. Over the past year they've served 

as someone I could count on to support 

me during all of the highs and lows 

life's thrown at me. I also wanted to 

thank you, although I know it's late, for 

that event which I think helped me to 

form some much needed, potentially 

life-long friendships. -  KS 

 

“I am just writing to say how much I 

appreciate that you created a 

section on your website all about 

special needs and people with 

disabilities. I have a special needs 

brother and have a blog for families 

with children with autism and I 

know how much this extra effort 

means to families with special 

needs kids.                                                                                                                                                                                       

It was extremely thoughtful of you 

to share this information for 

families in need”. - Linda 

“As a patient advocate who works with rare diseases, an 

important part of my job is connecting families to local 

and regional resources. Rare New England has been a 

wonderful and dedicated resource for rare disease 

patients and families for several years, and I never 

hesitate to send my families their way! RNE works hard 

to provide workshops and information sessions, often 

featuring local physicians and clinics, helping patients 

and families explore the latest care information, and 

making them aware of local medical options and 

resources. I also appreciate that RNE works 

collaboratively with other rare disease organizations in 

New England and around the nation. This gives patients 

and families an easy way to connect with other 

medically complex families in their communities, and 

increases the advocacy and awareness power of all rare 

disease patients throughout the region. RNE is a 

fantastic group, and a great resource for the New 

England area."- Jessica Shriver 

 



FINANCIALS 

Rare New England’s revenue for 2017 was $12,464. Revenue came from grants, private donations, and 

other sources. 64 percent of revenue came from grant funding, 36 percent came from private donations, 

and other. Expenses for 2017 totaled $9,724. 73 percent of funds were spent on programs and events, 

18 percent of funds were spent on operations and the rest was allocated to the other category. In 2016, 

total revenue for Rare New England was $12,920 and expenses totaled to $11,346. Revenue decreased 

by $455 and expenses decreased by over $1,600.  

    

     

 

 



AMPLE THANKS 

The successful year of 2017, could not have been possible without the 

support and dedication of the Board of Directors as well as Rare New 

England Committee Members and Team Volunteers. Rare New England 

would like to thank everyone who has contributed 

to RNE’s success in assisting 

patients and families one-

by-one, whether through 

financial contributions, 

shared insights, feedback and 

suggestions, time spent in our 

projects, and for providing us 

support for our work in the rare 

disease community.                                                                                            

RNE appreciates the 

collaborations with other 

organizations, medical facilities, and 

businesses who have all had a part in our success as a 

new patient organization. Each one has shown remarkable 

understanding and passion for the rare disease cause and RNE has 

learned a great deal more by working with them. 

Rare New England would also like to sincerely thank their donors - 

Shire, Sanofi Genzyme, Gene DX, Invitae, Harvard Pilgrim, City Spirits, 

Shaw’s, and Stop & Shop, as well as all our individual donors who have 

made our services possible .  

 

 



Rare diseases impact 350 million people worldwide; more than both cancer 

and HIV/AIDS combined. These diseases might be incredibly specific and 

individual on their own, but the mark that they make on society is enormous. 

Sadly, the amount of attention that these unique diseases get is very limited 

and quite unremarkable. 

According to the 2013 census, there were 14,618,806 people living in the 

New England area, 1 out of every 10 people affected by rare disease. 

Approximately 50% are children, 30% of whom will not live to see their 5th 

birthday. (Global Genes) 

Many rare disease patients will wait years to find their correct diagnosis, 

receiving multiple incorrect diagnoses and visiting many different specialists 

in the meantime. Many rare disease patients suffer with reduced qualities of 

life due to large medical expenses , difficulty finding treatment and medical 

care, lack of education and awareness about their disease, feelings of 

isolation and worry, loss of jobs and careers, long term disability and even 

more. 

To have a lasting impact on rare diseases and the people that it affects, we 

need to act. The first step towards this fight is promoting awareness. To 

combat an issue, it first must be understood and the public needs to see it as 

an issue. As it stands right now, there are many people in the world that do 

not even consider this a problem. Only those that are affected by it 

themselves, or those that have a close relationship with someone afflicted 

knows just how much of a problem it is. There are even people that do not 

consider some of these diseases to be real, let alone a problem. Therefore, 

Rare New England strives to raise awareness and promote research in 

addition to treating individuals and their families. 

Facing a problem is like starting a marathon; it all begins with a single step. 

The first step in our marathon is raising awareness for rare and complex 

diseases and showing the rest of the world, just how much harm comes from 

it. We don’t know what will need to happen after that, but we will never 

know if we don’t try to promote the awareness that this problem needs. The 

first step is action, after that the pieces will fall into place. 

 

CALL TO 

ACTION 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



PHOTOS 

 

Exercise and Physical Therapy with a Rare Disorders  

Dr. Michael Healy spoke about Connective Disorders 



              

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



As a nonprofit, we are proud to report our growth and success during 2017. Rare New 

England will continue to grow and develop over the years in hopes of combating the 

increasing need for assistance with rare conditions in the area. Despite the long road 

ahead of us, there was still progress, and many milestones were met. Rare New England 

was able to reach these milestones because of the amount of support that was received, 

and we are eager to grow and develop as our support increases. We welcome the new 

year and look forward to continuing to carry out our mission of bringing together New 

England patients, families and providers touched by rare and complex disorders.  

 

CONCLUSION 

 

 

  

  

 

 

 

 

 

 

  

  

 

 

 


