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The Beck-Fahrner Syndrome Foundation was
established in 2021 shortly after our daughter was
diagnosed with Beck-Fahrner syndrome at the age
of 3. Upon receiving her diagnosis, there were
only twelve documented cases of Beck-Fahrner
syndrome in existence. Naturally, we were given
no information, Google searches came up empty,
and we had little indication of what the future
held. The hardest part about receiving the
diagnosis, was the lack of a space out there to find
and connect with other affected families. 

There is no greater motivation than
wanting a better future for your child.  

Jaime Middaugh, Founder

I decided to form the Beck-Fahrner Syndrome Foundation so that no other family has
to go through that same experience. The Beck-Fahrner Syndrome Foundation was
created as a means to provide affected families with information, support, and hope
as they navigate this challenging journey. Currently, the group is completely led by
the volunteer efforts of parents with children affected by Beck-Fahrner syndrome.
Driven by our deep commitment to create a better future for our children, the Beck-
Fahrner Syndrome prioritizes efforts that advance research to better understand and
develop therapies for Beck-Fahrner syndrome. 

Our Story

Jaime Middaugh
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Beck-Fahrner syndrome (BEFAHRS) is a rare genetic disorder caused by a variant in
the TET3 gene. The TET3 gene is a protein-coding gene and plays a critical role in the
developing brain and in neuronal functioning.  In the case of Beck-Fahrner syndrome, a
mutation in the TET3 gene causes the TET3 protein to malfunction or to not to be
produced sufficiently, ultimately disrupting normal development and causing health
problems.

OUR MISSION
Our mission is to accelerate full spectrum research to cure Beck-
Fahrner syndrome (TET3 deficiency) and to empower affected
families with information, knowledge, and connectivity. 

WHAT IS BECK-FAHRNER SYNDROME?

About Us

Beck-Fahrner syndrome was first identified in 2020
and is characterized by global developmental delay
and/or intellectually disability with mild to severe
intellectual impairment. Affected individuals often
have behavioral manifestations, such as autistic
features, anxiety, or attention deficit-hyperactivity
disorder (ADHD). Most patients have hypotonia (low
muscle tone) and distinctive facial features. Some may
have seizures and other movement disorders, joint
hypermobility, poor feeding, and growth
abnormalities, including overgrowth or poor growth.
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Increase awareness and understanding of Beck-Fahrner syndrome

Advance access to a Beck-Fahrner syndrome diagnosis 

Empower and support connected families

Establish strong partnerships among the medical, scientific, and patient communities

Accelerate full spectrum research to develop a cure for Beck-Fahrner Syndrome

By sponsoring our event, your organization will be supporting efforts that... 

Event Details

On February 21, 2023, the Beck-Fahrner Syndrome Foundation will be hosting the first ever
virtual conference for Beck-Fahrner syndrome.  We would like to invite you to be a part of
this significant moment for both our organization, and for the greater advancement in
understanding this newly discovered disease.  Our patient community is experiencing a
steady rise in diagnosed individuals, and there is an increasing interest in Beck-Fahrner
syndrome in the medical research community.   
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Neurological Features of Beck-Fahrner
Syndrome
Jacqueline Harris, M.D, M.S. 
Dr. Harris is the director of the Epigenetics Clinic at Kennedy
Krieger Institute and an assistant professor in pediatrics, neurology
and genetics at the Johns Hopkins University School of Medicine.

An Overview of Beck-Fahrner Syndrome
Jill Fahrner, M.D., Ph.D.
Dr. Fahrner is the director of the multidisciplinary Epigenetics and
Chromatin Clinic at Johns Hopkins and an assistant professor in
genetic medicine and pediatrics at the Johns Hopkins University
School of Medicine. Dr. Fahrner led the international collaboration to
delineate Beck-Fahrner syndrome.

Event Schedule

Introduction and Welcome
Jaime Middaugh, Beck-Fahrner Syndrome
Foundation 
As the founder of the Beck-Fahrner Syndrome Foundation, Jaime
will be sharing the organization's recent accomplishments and
provide a look ahead towards future initiatives and goals.

6:00PM CST / 7:00PM EST

6:15PM CST / 7:15PM EST

7:00PM CST / 8:00PM EST
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Research Participation
Johns Hopkins Research Team
There are several ways individuals can participate in Beck-Fahrner
syndrome research, from completing questionnaires to donating a
biological sample.  This session will discuss what it means and what
to expect from research participation at Johns Hopkins Medicine.

Event Schedule

Neuropsychological Features of Beck-
Fahrner Syndrome
Rowena Ng, Ph.D.
Dr. Ng is a a pediatric neuropsychologist at Kennedy Krieger
Institute and an assistant professor of Psychiatry and Behavioral
Sciences at the Johns Hopkins University School of Medicine. 

OPTIONAL SESSION:

Research Consent Form
Jill Fahrner, M.D., Ph.D.
This optional session is for individuals choosing to participate in
Beck-Fahrner syndrome research.  Dr. Jill Fahrner will review the
consent form needed for research participation.

7:45PM CST / 8:45PM EST

8:30PM CST / 9:30PM EST

9:15PM CST / 10:15PM EST
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GOLD SILVERPLATINUM

$500$1,000
Conference Contribution

Levels and Benefits
Event Sponsorship

$750

501(c)(3) tax benefit

Company branding prominently
placed in all promotional e-mails

Company branding prominently
placed on event registration
website

Sponsor recognition posts on all
social media accounts

Company branding on holding
slide during conference

Verbal recognition during event
opening

Company branding on recorded
conference presentation videos
to be available on the Beck-
Fahrner Syndrome Foundation
website 

Conference Contribution Conference Contribution

For more information or to inquire about custom sponsorships, e-mail: info@beckfahrner.org

501(c)(3) tax benefit

Company branding placed in all
promotional e-mails

Company branding placed on
event registration website

Sponsor recognition posts on all
social media accounts

Company branding on all holding
slides during conference

501(c)(3) tax benefit

Company branding placed in all
promotional e-mails

Company branding placed on
event registration website
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$500

As we are discovering a steady rise in newly diagnosed individuals, the need for further
research is crucial.  By giving an additional $500, you will provide a travel scholarship
stipend for a family affected by Beck-Fahrner syndrome to help offset the travel
expenses incurred from participating in research and receiving quality medical care.  Not
only will this accelerate the development of therapies and treatments, but it will also
eliminate socioeconomic barriers for families that prevent the ability to participate in
research and access quality care from medical specialists. 

Be an equity champion

Give a gift of hope 
Some of the associated symptoms and clinical features of Beck-Fahrner syndrome
require affected individuals to undergo hospitalizations, surgeries, and other non-
routine medical procedures. Our Beck-Fahrner Friends or “B.F.F.” program helps bring
comfort to children with Beck-Fahrner syndrome who will be undergoing medical
procedures that require an extended recovery time by mailing a care package for
families.  By giving an additional $100, you will provide two care package for families.

$100

$500

Additional Giving
Opportunties 

Advocate for families globally
Beck-Fahrner syndrome affects families globally.  By giving an additional $500, you
will enable us to translate our informational brochure into an additional language. 
 With such little documentation available regarding Beck-Fahrner syndrome, it is
imperative that we improve accessibility to quality information and medical care for
underserved and underrepresented families globally.
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Sponsorship
Registration

REGISTRATION DEADLINE:    February 1, 2023

REGISTER ONLINE
Access our sponsorship form online at: 

REGISTER BY MAIL
Complete our sponsorship form on the following page along with a
check made out to "Beck-Fahrner Syndrome Foundation" and mail to:

Sponsors will be able to upload their digital branding materials, as
well as submit payment via credit card or Paypal directly online 

Sponsors can e-mail digital branding materials to:  info@beckfahrner.org
EIN# 87-2064508

This event could not happen without the generous support of sponsors like you.  We appreciate your time
and interest in this special opportunity to give our community a place to unite, learn, and grow. 

Beck-Fahrner Syndrome Foundation
Attn: Jaime Middaugh
3267 12th Ave.
Anoka, MN 55303 

https://www.beckfahrner.org/sponsorship
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Sponsorship
Registration

Company/Organization :

Contact :

Phone :

Address :

E-mail :

Title :

SPONSORSHIP LEVELS

Platinum - $1,000 Gold - $500 Silver - $250 

ADDITIONAL GIVING OPPORTUNITIES

Gift of hope - $100 Global Advocate - $500 Equity Champion - $500 

SPONSORSHIP REGISTRATION FORM

TOTAL CONTRIBUTION $

Sponsors can e-mail digital branding materials to:  info@beckfahrner.org


