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The past two years have been profoundly unpredictable and
have required the world to constantly find a new sense of
'normal'. Many nonprofits continue to face an uncertain future.
However, Hope for Hypothalamic Hamartomas has not only
continued to serve our community, but we have been able to
expand in our support of novel HH research. We have always
operated virtually, which keeps our overhead expenses low and
allows us to reach an ever-expanding international community.
It has always been and will continue to be, part of our mission
to be excellent stewards of the donations entrusted to this
organization.

Despite the worldwide lockdown, Hope for HH was able to
keep our focus on improving the lives of individuals and
families affected by HH. We were able to facilitate a broader,
more extensive definition of HH as a syndrome, connect our
international community through online Meet & Greets, and
provide education through our virtual Patient Conference.  Our
Support programs continued through these difficult times,
ensuring we provided the needed comfort to our community
as they coped with the daily challenges of living with not only a
complex syndrome but how that might be further complicated
during a pandemic. 

We are excited about the new opportunities 2022 brings, and
look forward to achieving an even greater impact for our
community and advancing critical research of Hypothalamic
Hamartoma Syndrome.

The Hope for HH Board of Directors and our dedicated
volunteers would like to thank our Hope for HH community for
your unwavering support and generosity. 

Warm Regards,
Hope for HH Board
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Hope for Hypothalamic Hamartomas (Hope for HH) is a
volunteer-based nonprofit organization founded and run by
parents of children with hypothalamic hamartomas (HH).

WHO WE ARE

Hope for Hypothalamic Hamartomas (HopeForHH.org)
provides information, support and community to HH
patients, caregivers and healthcare providers. We promote
research into early detection, improved treatments, living
with HH as a complex medical syndrome, and a cure.

MISSION

CORNERSTONES

A
B

O
U

T H
O

P
E FO

R
 H

H
Giving Hope. 
Getting Answers.



A
B

O
U

T 
H

O
P

E 
FO

R
 H

H
Provide INFORMATION to HH patients, caregivers, and
healthcare providers
SUPPORT HH patients, caregivers, and families around the
world
Promote RESEARCH toward early detection, improved
treatments, living with HH, and a cure
Increase AWARENESS of HH, seizures, comorbidities, and the
Hope for HH organization
FUNDRAISE to support our programs, services, and research
Maintain the OPERATION of an All-Volunteer Organization
(AVO) 501c3 virtually, legally, and efficiently
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Dr. Kevin Yuen, Professor of Medicine and Medical Director
Barrow Pituitary Center, Barrow Neurological Institute, St.
Joseph’s Hospital, and Medical Center joined our Medical
Advisory Board (MAB).
Endocrine data from the HH Comorbidity Survey was featured as
a poster 'Prevalence of Self-Reported Endocrine Comorbidities in
Hypothalamic Hamartoma Patients: Data from the Hope for
Hypothalamic Hamartoma Survey' by Dr. Kevin Yuen, Dr. John F.
Kerrigan, and Dr. Oliver Oatman at the 2020 Endocrine Society
annual meeting.
Hope for HH partnered with the Child Neurology Foundation
(CNF) to conduct a brief survey 'The Diagnostic Journey' to
understand caregivers’ experiences on their journey to a
diagnosis, with the goal of finding ways to shorten the diagnostic
odyssey. 
Hope for HH highlighted the new HH-focused clinical trial 'A
Feasibility Safety Study of Benign Centrally-Located Intracranial
Tumors in Pediatric and Young Adult Subjects' which is currently
underway at Nicklaus Children’s Hospital in Miami, Florida. 
Hope for HH's Medical Advisory Board (MAB) established a
special task force to draft clinical recommendations for the
diagnosis, treatment, and long-term care of those with
hypothalamic hamartomas. These recommendations will cover
the spectrum of comorbidities associated with HH.
In collaboration with ILAE and EpiCARE an interactive
Hypothalamic Hamartoma e-learning module has been
developed to educate the clinician in how to diagnose, treat and
manage HH and its comorbidities.
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https://www.childneurologyfoundation.org/


Hope for HH awarded a $50,000 grant to fund the
collaboration between the University of Melbourne and Baylor
College of Medicine with the focus on genomic profiling of
HH-derived samples obtained during MRI-guided Laser
Interstitial Thermal Therapy. 
A total of $9,000 in multiple grants was awarded by Hope for
HH to fund the shipment of HH tissue from Great Ormond
Street Hospital and Alberta Children’s Hospital to the
University of Melbourne to be used for genomic profiling.
The review publication 'Hypothalamic Hamartomas: Evolving
Understanding and Management' from the 4th International
Symposium on Hypothalamic Hamartoma was published in
the November 2021 issue of the Journal of American Academy
of Neurology.  Thank you to our Medical Advisory Board for
their dedication and diligence in getting this work published. 
The HH Comorbidity Survey closed and work will begin in 2022
on drafting a publication. A total of 480 patients and
caregivers from over 35 different countries participated in this
initiative. Collaboration in research is crucial and we're so
grateful to our Hope for HH community for answering this call.
Hope for HH is part of a Transversal Working Group across the
European Rare Disease Network, representing HH patients
and other rare and complex epilepsies within EpiCARE,
examining care and services in pregnancy and family
planning for patients with a rare disease.
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International Meet & Greets were hosted online to provide
community members a place to connect through live,
interactive video conferencing. We held five virtual events
which provided an opportunity for many to meet 'face to face'
for the very first time.
Hope for HH hosted the 2021 Virtual Patient Conference.  We
had nine speakers and multiple breakout sessions covering:
treatments, mental health, caregiver concerns, impact on the
family, service dogs, executive function, and memory.
Surgical Comfort bags were provided to those going for
treatment through our partnerships with Phoenix Children's
Hosptial, Texas Children's Hospital, and Seattle Children's
Hospital.
Patient and family outreach and support were ongoing
through email, phone, social media, and our new private Hope
for HH Community Group on Facebook.
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Hope for HH expanded our information and resources to
better support our growing international community in 2020.
Many of our downloadable information pamphlets were
translated into multiple languages.
In 2020, we launched the inaugural International HH
Awareness Month campaign to raise global awareness of this
rare brain tumor, gelastic epilepsy, and the spectrum of
comorbidities.  This campaign reached an international
audience of over 31,000.
Our Facebook page grew by 16% as individuals connected to
us throughout the pandemic in 2020 and 2021.
Critical and timely HH information, research news, and event
information were shared through our monthly newsletter.
Our new website has launched in September 2021. The
primary objective was to ensure we provided current
information and resources for all stages of the HH patient
journey from pre-diagnosis, diagnosis, treatment, and living as
an adult after treatment.  Also, to better support our
international community, the website can now be translated
into French, German, and Spanish.
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AWARENESS

In collaboration with EpiCARE ePAG (European Patient Advocacy
Group) and our Medical Advisory Board, several resources were
developed for both patients and healthcare providers and are
available on the Hope for HH website.

'Hypothalamic Hamartoma Causing Epilepsy - Patient
Journey' 
'10 FAQ’s: Patient and Caregiver' a leaflet for families.
'Hypothalamic Hamartoma Syndrome - Information for the
Healthcare Professionals' a leaflet for professionals.

Hope for HH presented a poster at the European Conference on
Rare Diseases in 2020 in collaboration with our Medical Advisory
Board, Eurordis, and EpiCARE.

'The Rare and Complex Epilepsies - Common Unmet Needs
within the Patient Community' 

Hope for HH presented a poster at the 2020 EpiCARE
Symposium.

 'Patient Advocacy bringing Laser to UK and Europe:
Challenges and Opportunities'

Hope for HH a poster at the American Epilepsy Society (AES)
annual meeting in 2020.

'Centralized Efforts Transforming Global Care The Ten-Year
Impact of a Patient Advocacy Group - Medical Expert
Partnership on Recognising and Treating a Rare and Complex
Epileptic Brain Malformation Syndrome' 

Hope for HH awarded $2500 grant to Child Neurology
Foundation (CNF) for collaboration on the two-year education
initiative to “Shorten the Diagnostic Odyssey in Children with
Neurological Conditions”. 
Erica Webster, Co-Founder and President, featured as a Rare
Leader by Global Genes.
Carrie Fulcher, Chair of Hope For HH United Kingdom Affiliate
featured in Rare Revolution Magazine.
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https://www.hopeforhh.org/wp-content/uploads/2021/04/20201009_HopeForHH_Professional_-A4leaflet_Final-1.pdf
https://www.eurordis.org/ecrd
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Over 8,000 volunteer hours from board members and
volunteers were donated.
Kristy DeBowes joined the Board of Directors.
Hope for HH recruited new volunteers for our Operations,
Information, and Finance Committees.
Hope for HH contracted with a new website development and
maintenance company for the website relaunched in 2021.
Hope for HH contracted with a virtual meeting company to
facilitate the 2021 Virtual Patent Conference.

OPERATIONS
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The achievements we make each year in completing our
mission are not possible without the continued support of
our community and their passionate fundraising efforts.

COMMUNITY IMPACT

Each year we continue to see growth in support from our
community for our Hope for HH fundraisers as well as
individuals initiating their own fundraising efforts on Facebook
or through individual fundraising events.

A few examples of the individual fundraising events include:

hosting a Facebook fundraiser (59 fundraisers in 2020 & 2021)
selling photography
selling custom artwork
selling an epilepsy children's book
hosting a bunco night
hosting a concert

Giving Hope. 
Getting Answers.
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PO Box 941
 Eagle, ID 83616

Email: info@hopeforhh.org
Website: www.hopeforhh.org


