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Greetings and welcome to Teach RARE, where our unwavering dedication to
exceptional education and the pursuit of knowledge transcends traditional li- Therapy Center 20
mitations. We extend a warm invitation to embrace a community-centric me-
thodology, acknowledging the distinctive obstacles encountered by families Operational Plan 29
grappling with uncommon ailments, undetermined disorders, and exceptional
requirements. At Teach RARE, we firmly uphold the conviction in education's Case Study 24
profound and far-reaching influence to elevate, enable, and engender enduring
transformation. Statistics 26
In a society where the equitable education and holistic development of every Advantage 28
child are paramount, we proudly assume the role of a guiding light, providing
unwavering support. Our methodology encompasses more than mere instruc- Marketing Strategies 30
tion; it centers around cultivating an atmosphere conducive to comprehensive
growth, wherein children can flourish regardless of their physical well-being. Financial Report 32
As we commence this collective expedition, we cordially extend an invitation
for you to bear witness to the profound influence of education that transcends Testimonials 34
the confines of mere textbooks and classrooms — an education that engenders
optimism, advancement, and enduring recollections. Summary 35
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About us
What we are doing

The inception of Teach RARE originated as a modest
endeavor within a compact community, forged by a shared
objective to facilitate the triumph and growth of children,
notwithstanding their exceptional obstacles. Throughout
the passage of time, we have undergone a remarkable
transformation, emerging as a formidable entity that spans
diverse communities grappling with uncommon ailments,

undetermined afflictions, and distinctive requirements.

Our expedition is distinguished by a dedication to:

Home framework for parents

Furnish parents with a comprehensive structure for
implementation within the household. We possess a
comprehensive comprehension of the pivotal role that
parents assume in the developmental journey of a child.
We families with the necessary tools and strategies to

cultivate a nurturing educational environment at home.

Educational resources for parents

We facilitate the connection between parents and a
plethora of educational resources, effectively bridging the
divide and guaranteeing unfettered access to cutting-edge

tools and invaluable information.
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Teaching and learning strategies

Our team of committed educators serves as paragons of
excellence, showcasing efficacious pedagogical approaches
that accommodate the multifaceted requirements of each

individual student.

Teaching institutions and groups

We endeavor to broaden our influence by engaging with
various institutions and groups, thereby fostering a more
comprehensive educational environment. In addition to
providing individual assistance, our efforts extend toward
collaborative partnerships that aim to cultivate inclusivity

within the educational sphere.

Welcome

President's Statement

As we cast our gaze upon the horizon, our steadfast
dedication to the pursuit of excellence in the realm of
special education remains resolute. We cordially invite
you to embark upon this transformative expedition of
empowerment, wherein the realm of education transcends

conventional limitations and emerges as an influential

catalyst for profound and constructive transformation.

"Accept the things to which fate binds you, and love the people
with whom fate brings you together, but do so with all your

HEART.

- Marcus Aurelius

We extend our warmest welcome
to the esteemed Teach RARE
community with profound
appreciation and delight. As we
commence this collective endeavor,
we express our profound gratitude for
your participation in our unwavering
dedication to the realm of special
education, knowledge acquisition,
and the cultivation of a constructive
influence upon the lives of children

confronted with distinctive obstacles.

Teach RARE transcends the mere
concept of an organization, as it
represents a collaborative endeavor
aimed at reimagining the very
fabric of the educational realm.
We acknowledge the imperative
of providing an education that
transcends conventional norms to
every child, irrespective of their

health adversities. The objective

lies in establishing an atmosphere
wherein children are not solely
educated but rather flourish - a realm
where their inherent capabilities are

acknowledged and cultivated.

Your role in this space serves as a
testament to the conviction that
education possesses the capacity
to revolutionize one's existence.
Whether you are a discerning parent
in search of assistance, an impassioned
educator dedicated to the principles
of inclusive pedagogy, or a staunch
advocate for the fundamental rights
of children with exceptionalities, your
presence within our community is of

utmost significance.

Let us collaboratively forge a
path toward a future wherein
each and every child is afforded

the opportunity to partake in an

education of utmost excellence,
surpassing the confines of the term
"special education." Let us endeavor to
construct a community that upholds
the virtues of compassion, inclusivity,
innovation, and excellence. In this
community, we shall commemorate
the unique journey of each child,

recognizing their boundless potential.

[ express my utmost gratitude for
your invaluable contribution to the
Teach RARE initiative. The invaluable
support, unwavering passion, and
steadfast commitment that you bring
to the table are the very elements
that render our mission not only

feasible but also achievable.

Sincerely,
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Values

A core set of values serves as the foundation for all of Teach RARE's actions, decisi-
ons, and engagements. These values transcend mere ink on parchment; they serve as
the very bedrock upon which our organization is built. We aim to provide educational
activities and support for families with rare diseases, undiagnosed diseases, and special
needs. In addition, we create awareness about rare diseases and seek to improve early

diagnosis and treatment opportunities.
These core principles encapsulate the very essence of Teach RARE, molding our orga-
nizational culture and propelling our overarching objective of delivering unparalleled

educational assistance.

8 CORE VALUES

Advocacy: Building awareness and advocating for resources and support.
Collaboration: Working with healthcare centers, organizations, and busines-
ses to benefit our community.

Compassion: We extend our heartfelt empathy and profound unders-
tanding to every child and family, acknowledging and appreciating the
distinctive path that each individual embarks upon.

Faith: Having faith in ourselves and our community to progress and
improve every day.

Family: Putting families and their needs first while remaining open and
transparent.

Inspiration: Seeking improved care and treatments by drawing on in-

spiration from everywhere.

Knowledge: Drawing on the knowledge and expertise of various professio-
nals and organizations.

Success: Celebrating the success of each individual and motivating future de-

velopment success.

Our Value is The Sum of Our Values

The number 8 has spiritual and cultural significance around the world. It resembles the symbol of infinity and deals
with the recycling travel path of energy. The number 8 resonates with self-confidence, inner-strength, inner wisdom,
society, and at the same time has to love for humanity and a desire for peace. In Chinese culture, the number 8 is

regarded as one of the luckiest numbers.

Mission

Providing educational assistance to
families confronted with uncommon
ailments, undetermined disorders,

and exceptional requirements.

Our commitment lies in establishing
a comprehensive structure for the
facilitation of education within the
confines of one's own residence,
exemplifying exemplary methods of
instruction and assimilation, fostering
connections between families and
educational materials, and expanding
our influence to encompass various

organizations and collectives.

Teach 2024

Vision

An idealistic realm wherein every
child, regardless of their health
adversities, is granted unfettered
entry to superior education and the
necessary assistance to flourish. We
envisage communities imbued with
the power of knowledge, fortitude,
and a collective dedication to the
advancement and nurturing of each

and every child.

Our mission and vision transcend
mere statements; they serve as the
impetus behind every endeavor,
workshop, and undertaking we
embark upon. It entails a dedication

to constructing an inclusive future.

Years
Experience

12

Projects Parent
Workshops

©

Long-format
Media

We hope you enjoy our
and become a

part of
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Team
MEET OUR STAFF

Richard E. Poulin III Ann Hergenroether Tim Hergenroether
President Treasurer Secretary

Middle School Principal, Author, AADC News
Colurnnist, Ed.D. Special Education, M.Ed. in Educational
Leadership, M.A. in Education K-12, B.A. Business.

RET. USMC, Holy Spirit Catholic Church advisor. RET. USMC, Logistics Officer

Prof. Paul Wuh-Liang Hwu, MD, PhD Rolando Jubis, Ph.D Judith Julia Justin

Director of Health Director of Psychology Director of Paramedical Therapy

Geneticist, National Taiwan University Hospital Clinical Psychology, Licensed Psychologist, American Founder and CEO of Wings Therapy and Learning
Psychological Association Center, Mother of a child with a rare disease.
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"Alone we can do so little, together we

can do so much."

-Helen Keller

Helen Adams Keller was an American author, disability
rights advocate, political activist, and lecturer who
inspired us to defy statistics and pave our own path

to overcome her limitations of seeing, hearing, and

speaking.

Mary Jew Judy Wei
Director of Education Director of Special Education
Former President of National Association for Bilingual Licensed Special Educator, Autism Spectrum Disorder,

Education, RET. Elementary Principal ABA Therapy, Linda-Moodbell, Dyslexia, Language
Development, M.A. in Education K-12, B.A. Special

Education, Mother of a child with a rare disease.

Ariel Li Hiring

Director of Patient Care Director of Nutrition

Rare Disease Research and Clinical Trial, Genetic Responsible for overseeing our mission fullfilled in the
Counselor, Patient Engagement, Healthcare logistics, area of diet, nutrition, and supplementation.

and records.

Lori Boll

Director of Speech and Language

SENIA Executive Director, Adjunct Instructor at Oregon
State, Founder of SHINE Academy, Special Education
Teacher, M.A. in Special Education, M.A. Reading
Teacher Education, Father of a child with special needs.

David Yancy

Director of Fundraising

RET. E-9 USMC, CFO The Market Winners, LLC,
M.A. Public Administration, B.A. Finance & Banking
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History

OUR JOURNEY

>

It was not the
journey we

planned, but we

accepted 1t with
open armes.

Judy and Richard had just accepted
two rewarding teaching jobs in
Singapore. She would be providing
learning support while he would
coordinate a language development
program at a prestigious international
school. With the birth of their
daughter, Rylae-Ann, everything
appeared perfect. They felt so proud
and had grand plans for their family.
However, not everything was
right, and things were not perfect.

Everything was beginning horribly.

Common Story

This is a common story in the
rare disease community. Families
are blindsided and shocked into

disbelief. There was no way to

0010

prepare, and then, after luckily
getting a diagnosis, there was little
available. Fortunately for Judy,
Richard, and Rylae-Ann, they had
a strong international network of
educators and health professionals

to guide them.

Extending Opportunities

Fortunately for their family, Rylae-
Ann was able to receive life-
saving gene therapy. She has made
significant progress. This changed
her parent's life from being 24-
hour caregivers to having relatively
normal parenthood. They wanted to
give back to their community and

foster greater education for all.

Establishing Teach RARE

Initially, Judy and Richard began their
work as just parents connecting with
other families and organizations. Soon,
their tasks grew. With a newfound
sense of purpose and vision, the
couple  formed Teach RARE.
They aim to provide educational
assistance to families confronted
with rare diseases, special needs, and

undiagnosed diseases.

2021

2018

Rylae-Ann was born healthy, but
when she was 3 months old, she
began to show signs something was
missing. This began the family's

diagnostic odyssey.

2021

In 2021, Judy and Richard embraced
their role in the rare disease
community and began to share what
they had learned. Many found their

approach essential to care.

2022

2020

Rylae-Ann received gene therapy in
November 2019. By New Year, she
was already making substantial pro-
gress. Her parents had more time to

reflect and formalize their plans.

2022

Based on their success and an obvious
need for their services, Judy and
Richard decided to formalize their
efforts into establishing the non-profit
organization Teach RARE.
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. "Never underestimate the power of dreams and the
Services o

SERVING OTHERS

influence of the human spirit. We are all the same in this
notion: The potential for greatness lives within each of us."

-Wilma Rudolph

Wilma Glodean Rudolph was an American sprinter who overcame childhood polio and went on
to become a world-record-holding Olympic champion and international sports icon in track and

field following her successes in the 1956 and 1960 Olympic Games.

O

Physical Therapy
Physical well-being is a crucial component of
a child's overall development. We collaborate
with experienced physical therapists to provide
specialized care. Through personalization, we aim

to improve mobility, strength, and coordination.

®

Speech Therapy
Effective communication is key to a child's social
and academic success. Our collaboration with
speech therapists focuses on addressing speech
and language challenges. We work towards

improving communication and social skills.

@

Behavior Therapy
Addressing behavioral challenges is crucial for
a child's overall development. Our network of
behavioral therapists employs evidence-based

strategies to understand and address behavioral

issues. We work closely with families.
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Occupational Therapy
Occupational therapy plays a vital role in
enhancing daily living skills. Our network of
occupational therapists works closely with
families to address challenges related to fine motor

skills, sensory processing, and self-care.

Sensory Integration
Our professionals specializing in sensory
integration collaborate to create sensory-friendly
environments and activities. By addressing
sensory challenges, we aim to enhance a child's

comfort, focus, and engagement.

Education
Our holistic educational services extend beyond
traditional learning. We coordinate with educators,
curriculum developers, and special education
experts to design and implement educational

programs that cater to diverse learning styles.

Consultations
Our team of experts provides personalized
consultations. We work collaboratively with
parents, schools, and healthcare professionals to
create tailored strategies that address the specific

needs of each child.

Awareness
Education goes hand in hand with awareness. Our
awareness programs bring together professionals,
community leaders, and families to foster a deeper
understanding of the challenges faced by children

with special needs.

A Holistic Approach to Transformative Care

At Teach RARE, we believe in a holistic approach to educa-
tion and support, recognizing that every child is unique and
deserves comprehensive care. We take pride in coordina-
ting and connecting professionals from various disciplines
to ensure a well-rounded and transformative experience
for children facing rare diseases, undiagnosed conditions,

and special needs.

Addressing behavioral challenges is crucial for a child's
overall development. Our network of behavioral thera-
pists employs evidence-based strategies to understand and
address behavioral issues. We work closely with families
to create positive behavior support plans, fostering a con-

ducive environment for learning and growth.

At Teach RARE, our holistic services are more than indi-
vidual interventions; they are interconnected elements of
a comprehensive support system. By coordinating profes-
sionals across these disciplines, we aim to provide trans-
formative care that nurtures every aspect of a child's de-
velopment, creating a foundation for a brighter and more

inclusive future.

Qur services go beyond education. We focus on emp-
owerment, resilience, and celebrating each child's unique
journey. Come and join us in our mission to create a world
where every child has the chance to flourish, thanks to the

transformative power of education.
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Portfolio

Unveiling Tomorrow: Shaping
the Future for Children with
Unique Needs

At Teach RARE, we are cormmitted to
continually evolving and expanding
our efforts to make a lasting impact
on the lives of children facing rare

diseases, undiagnosed conditions,

AP News

Participated in an AP News
documentary to raise
awareness for a rare disease.
The video helps to illuminate
the struggles and triumphs
of life in a rare disease
family. It is a compelling
firsthand account that sheds

light and raises awareness.
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and special needs. Our future
initiatives reflect our dedication to
innovation, inclusivity, and providing

comprehensive support.

We are so proud of all that we
accomplished. Many stories and
tasks go untold. We pride ourselves

on respecting our clients' privacy.

BBC

Joining the BBC One Radio
podcast presented a unique
opportunity to inspire
parents in the rare disease
community in the UK and
world. It provided engaging
discussions, personal stories,
and expert insights for

inspiration and learning.

However, here is a small collection of
projects and accomplishments Teach
RARE has been a part of.

We have no plans of slowing down
and look forward to accomplishing

more each year!

New Scientist

Contributed to an in-depth
review on life before and af-
ter gene therapy to provide
evidence to the medical and
scientific community on the
effects of gene therapy. The
story was even listed as one
of the biggest science news
stories of 2022.

=

SSIEM

Presented at the Society for

the Study of Inborn Errors
of Metabolism (SSIEM),

an annual symposium in

Freiburg, Germany. The aim
was to foster the study of
inherited metabolic disorders
and related topics. We grew

our scientific network.

Child Neurology

Joined Child Neurology
Foundation to bring together

caregivers and health
professionals to provide
expert advice to the child
neurology community. We
joined Dr. Mefford from St.
Jude Children’s Research

Hospital for genetic testing.

¢ -
.-% rcach RARE 2024

SENIA

We have partnered with
SENIA to create a more
inclusive world and foster
inclusion by empowering
our global community to
connect, learn, and advocate
for one another. We provide
presentations, consultations,
and workshops.
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https://teachrare.org/project/ssiem-2022-symposium/
https://teachrare.org/project/ssiem-2022-symposium/
https://teachrare.org/project/ssiem-2022-symposium/
https://ssiem2022.org/wp-content/uploads/2022/08/SSIEM22_Programme.pdf
https://www.youtube.com/watch?v=MIkaMD3C9hY
https://www.youtube.com/watch?v=MIkaMD3C9hY
https://www.seniainternational.org/70-teach-rare-supporting-caregivers-of-children-with-a-rare-disease-or-undiagnosed-disability/
https://www.newscientist.com/article/2339724-gene-therapy-infused-into-the-brain-eases-rare-condition-in-children/
https://www.newscientist.com/article/2339724-gene-therapy-infused-into-the-brain-eases-rare-condition-in-children/
https://www.newscientist.com/article/2352093-biggest-science-news-stories-of-2022-as-chosen-by-new-scientist/
https://www.newscientist.com/article/2352093-biggest-science-news-stories-of-2022-as-chosen-by-new-scientist/
https://www.bbc.co.uk/programmes/w3ct32xl
https://www.bbc.co.uk/programmes/w3ct32xl
https://apnews.com/video/videos-8baf23122e97472fa8a04889a7d0e32e
https://apnews.com/video/videos-8baf23122e97472fa8a04889a7d0e32e
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[EC

Presented at the European
Epilepsy Congress and
International Epilepsy

Congress to help improve

diagnosis and to provide our

perspective as parents of a

child being misdiagnosed.

110 sessions and more than
360 speakers attended.

EMA

Shared our experience with
the European Medicines
Agency (EMA). During the
conference, we highlighted
our experience from clinical
trials. We submitted our
media clearly demonstrating
before and after gene

therapy.
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EPNS

Provided an opportunity

to learn about the latest
developments in the rapidly
evolving field of child
neurology, including basic
science, diagnostic methods,
and novel treatments. We
advocated for improved

diagnosis and speed.

NICE

Involved in the drug
approval process as
part of the NICE Public
Involvement Programme
(PIP). NICE supports
involving users, carers,
organizations, and members
of the public to represent

their interests.

CheckRare

Interviewed in a series

of videos to discuss our

positive experience with
investigational gene therapy

and opinions on how

physicians can improve the

patient's experience. The
video interviews were part

of a larger documentary.

FDA

Advocated for research and
approval during an annual
event for patients and
caregivers living with rare
diseases. We added to the
FDA's understanding of the
therapeutic context for drug
development and evaluation

for future approval.

Metabolic Support

We were nominated as

a patient expert for the
evaluation of gene therapy

for treating aromatic
L-amino acid decarboxylase
(AADC) deficiency during

a National Institute for

Health and Care Excellence

committee meeting.

Caregiver Livestyle

Monthly series that offered
free training from healthcare
professionals. Each session
concluded with a Q&A
session for parents to ask
questions. The 6-month
series concluded with three
meet-up events that offered

face-to-face therapy.

Murals

We partnered the social
action organization Murals
That Empower to create
a mural in downtown
Menmphis to raise awareness
through art and community
improvement. The artwork
gives a voice to minorities

and poor communities.

Parent Meet-ups

Regular parent meet-ups
that offer free therapy
and educational services
for parents and children.
Parent meet-ups offer
free consultation services
and emotional support for
parents of children with rare

diseases and special needs.

Teach RARE 2024

Children's Book

Our first book in The Rare
Journey Series is Prof. Hong
Explores AADC Deficiency.
This book helps childre learn

about a rare disease, build

empathy for inclusion in
the classroom, and educate
with science so they become

future researchers.

Research

We contributed to a
published paper in the
Orphanet Journal of Rare
Diseases on post-gene
therapy rehabilitation of
AADC deficiency to improve
patients' improvements.
DOIL: 10.1186/s13023-024-
03019-x
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https://teachrare.org/project/checkrare-rare-disease-interview/
https://teachrare.org/project/epns-pediatric-neurology-society/
https://teachrare.org/project/epns-pediatric-neurology-society/
https://teachrare.org/rare-disease-books/
https://teachrare.org/rare-disease-books/
https://teachrare.org/murals-as-catalysts-for-social-change-and-awareness/
https://teachrare.org/murals-as-catalysts-for-social-change-and-awareness/
http://dx.doi.org/10.1186/s13023-024-03019-x
http://dx.doi.org/10.1186/s13023-024-03019-x
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Future Projects
UPCOMING

Unveiling Tomorrow: Shaping the Future for Children

with Unique Needs

At Teach RARE, we are committed to continually evolving
and expanding our efforts to make a lasting impact on
the lives of children facing rare diseases, undiagnosed

conditions, and special needs. Our future initiatives reflect

comprehensive support. At Teach RARE, our holistic
services are more than individual interventions; they are
interconnected elements of a comprehensive support

system.

By coordinating professionals across these disciplines,

we aim to provide transformative care that nurtures

foundation for a brighter and more inclusive future.
Our services go beyond education. We focus on
empowerment, resilience, and celebrating each child's
unique journey. Come and join us in our mission to create a
world where every child has the chance to flourish, thanks

to the transformative power of education.

boundaries, embracing innovation, and creating a more
inclusive world for children with special needs. Your
involvement in these projects will contribute to building
a future where every child can thrive, learn, and create

lasting memories.

Together, we can turn these visions into realities and make

our dedication to innovation, inclusivity, and providing

Therapy Center

Establish an intensive therapy
center to give immersive and
focused therapy. The center

will be an international hub.
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International Events

Our educational and therapy
services go on the road to
international locations to serve

parents where they live.

every aspect of a child's development, creating a

Curriculum Design

Designing specialized curricula
that cater to the diverse
learning needs of children with

rare diseases and special needs.

These future initiatives reflect our commitment to pushing

Unit & Lesson Plans

Create comprehensive unit
plans with daily instructions
for teachers to incorporate rare

disease content with standards.

=

Books

To create a series of engaging
and inclusive children's books
that entertain, educate, and

inspire.

a positive impact on the lives of those who need it most.

Cal<

Media Production

Creating videos and podcasts in
multiple languages to provide
educational content to parents

around the world.
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Therapy Center
VACATION TOURS

The idea of a vacation does

not exist in the minds of many
parents because their child's
care takes precedence. However,
what if we could combine both?

Creating therapeutic vacation
experiences tailored for families
with children facing unique
challenges. These tours will
combine recreational activities

Affordable Care

Our therapy center will
offer affordable and holistic
care. We will have a
scholarship fund set aside
for families who are unable
to pay the cost. We aim to
work with pharmaceutical
companies and organizations

to offset the costs.
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with therapeutic interventions,
providing families with a
supportive and rejuvenating
environment. From the start to
the end, everything is cared for.

All inclusive trips that are
affordable and holistic.

Therapy tours with Teach RARE.

Parent Training

In addition to providing
treatment to children,
we will also give parents
training. We want them to
take the learning home and
continue making progress.
This provides a sustainable
long-term treatment for

optimal progress.

Caring For Parents

Parents are the frontline of care for
children with rare diseases. Often,
they sacrifice their own health and
well-being for their child. However,
this is not sustainable. When parents
are at their optimal state, they can
provide the best care. Our center will
allow children to make progress while
also giving families an opportunity to

live life!

SEL Care

Parents are the frontline of

care. It is essentail they are

at their best to provide the

best care. A vacation tour
where they can connect
with other families, feel

empowered, and take time

to decompress will benefit

their children.

Multi-location Caregiver Event

The Caregiver Lifestyle Event is hosted in major cities
around the world to allow parents easy access to holistic
services. The event includes therapy and education for

children and training for parents and caregivers.

Connecting and Networking

Hosting events in various locations around the world
allows Teach RARE to expand its network and connect

with other passionate organizations and hospitals to

strengthen our skills.

Teach RARE 2024

+25%

Maximizing Our Events

Caregiver Lifestyle Event dates are
centered around external events,
workshops, and symposiums. This

allows us to maximize our trips.

Attending other events increases
our network and grows our
skillsets. Choosing strategic dates
provides Teach RARE with the

greatest benefit.

Aligning dates to other events also
increases the success and turnout

rate of our events.

Children make progress,
parents learn, and families
live life - around the world.
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Operational Plan

ROAD MAP TO SUCCESS

All the components are ready. The next
step is to unify and execute.

Our therapy project has all of the necessary components.
We have a network of health professionals to provide these
services. Each has expertise and specialized equipment.
We also have educational professionals experienced with
providing individualized educational plans that draw on a
variety of learning strategies and curricula to support all

children.

We are actively engaged in initiatives that contribute
to the advancement of special needs education. This
includes programs designed to cater to the unique learning
requirements of children facing rare diseases and special
needs. Through collaborative efforts with communities,
schools, and professionals, we offer a unique and specialized

service that fosters holistic development and progress.
Next Steps

Our next steps are to assemble all the components of our

holistic services into one centralized location.
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Patient Solutions

» Therapy services: An individualized
treatment plan is prepared before arrival.
A schedule is built with consideration for
physical therapy, occupational therapy,
speech therapy, behavior therapy, and

sensory integration.

» Education: A layer of play-based,
transdisciplinary, and multisensory. The

curriculum is based on Montessori, Reggio

Emelia, and IB PYP. Parents are welcome to

participate, learn strategies, or take time to
relax.

» Parent training and consultations: Parents

are provided training and consultations so

they can take the learning back home.

» All-inclusive travel and accommodation:
All logistics and travel are provided and
include tour and travel opportunities for
families.

Providing organizations,
hospitals, and companies
extensions of services.

Qur Caregiver Lifestyle therapy project represents an
innovative approach to inclusion and breaking barriers.
Parents and children will have a central location to access

everything they need to achieve results and growth.

Also, by taking therapy sessions abroad, we aim to create

a dynamic and stimulating environment for children with

Facts & Statistics

Learn how we are accomplishing our goals while

growing our capabilities:

() Joined a series of networks and partnerships to

extend our reach.

() Successfully developed an online presence that

includes free information and resources.

() Partnered with healthcare professionals,

teachers, and institutions.

special needs where they live. This initiative emphasizes
our commitment to providing unique and -effective

interventions that cater to the diverse needs of all children.

Our partnerships with rare disease organizations and
companies allow for the creation of more children's books.

Each book is sponsored and associated with a rare disease.
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A parent's dedication
to their child's welfare
remains constant,
Irrespective of
geographical location or
background.

No matter where we go, our approach remains
the same. We provide a safe and holistic space
for children to progress and for parents to

learn.

Physical Therapy

Speech Therapy

Occupational Therapy

Sensory Integration

Education

Teach RARE 2024

Case Study
HOW WE WORK

USA

Boston: With families visiting Boston Children's Hospital,
we chose an inclusive location near the hospital and
attractions. Families stayed together in the hotel and
had access to professional therapists. A photographer
documented the activities and took family photos. The

event concluded with a trip to the aquarium and a dinner

party.

Houston: Families conducted a long-term clinical trial at
Texas Children's Hospital. To support recovery after gene
therapy, we provided families with an education workshop
and hands-on training on supporting their children and

developing a caregiver lifestyle.

International Destinations

Bangkok: As an international hub, parents in Asia could
easily attend. The destination offers affordable accommo-
dation and transportation. We held our international gat-
hering at a partner school. Parents went through centers

with their children that featured various professionals.

Taiwan: With the support of the Taiwan Foundation for
Rare Disorders, families gathered for a workshop and a day

of therapy. We concluded with a family meet-up party.
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USA Approach

We aim to collaborate with American
hospitals, insurance companies, and
organizations to facilitate connections
with parents and provide cost-
effective medical and educational

options.

L=

International Approach

We will collaborate with global
organizations and local providers to
organize comprehensive treatment
and educational services for overseas
families. Translators are available

upon request.
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Statistics

DATA & ANALYSIS

Our current efforts have demonstrated a need for a central
location for families. Rare disease families are scattered around
the world. Often, they do not have treatment or options where
they live and have to travel for care anyway.

Funds are directed towards caring, and little is left for recreation.
We will combine the travel to ensure families get everything

they need.

70%

Unfortunately, 90% of rare diseases
have no FDA approved cure. Parents

must be the treatment.

50%

Of more than 300 million people
worldwide with a rare disease, 50%
of them will be children. Childhood is
a crucial age to develop the essential
skills to be independent and successful

in the future.
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Rare diseases have a significant
influence on both patients and
caregivers across several aspects of

their lives.

Caring for those loved ones with
rare diseases consumes time that
could otherwise be spent on personal
activities and family interactions. The
research discovered that rare diseases

have a powerful impact on emotions.

Caregivers have higher levels of
anxiety, whereas patients tend
to experience more feelings of
depression. Many families have

reported that their financial conditions

have suffered due to dealing with
uncommon diseases.

Many patients and caregivers
often miss out on prospects for
employment and education. Many
individuals choose to work part-time
rather than full-time. Many patients
and caregivers are dissatisfied by
the healthcare providers' lack of
information or understanding of rare

diseases.

Most patients and caregivers believe
the Affordable Care Act has not

benefited their healthcare experience.

01 02 03 04

Statistics: The data
shows there is a
need. Now we act!

Caregivers are the primary care
providers and coordinators of their

child's treatment plan.

A loved one may go through years of
testing and referrals before doctors
reach a diagnosis. If they are fortunate
enough to receive a diagnosis and a
qualified care provider, they will still
be responsible for coordinating their
comprehensive treatment plan. Often,

the costs are paid out-of-pocket.

Teach RARE 2024

JAN - DEC

Teach RARE's 2023 monthly

reach and engagement.

05 06 07 08

09 10 11 12

A substantial group is not receiving the
support and care they require.

Rare diseases affect a greater number
of individuals than cancer and AIDS
combined, although they receive
notably less attention, financing,
and research investment. Although
uncommon diseases may appear
limited in number, they impact 1 in
10 individuals. Out of over 10,000
separate rare and genetic disorders,
50% lack foundations or research

support groups.

30% of children with a rare condition
will die before reaching their 5th
birthday.

400 million people worldwide are
afflicted by a rare disease. 80% of
rare diseases are genetic. Therefore,
advanced and novel treatment
is essential. However, funding
for research and development of
medicines is not progressing at the

required rate.

The average duration for rare
patients to obtain a precise diagnosis
is 5 years, but many never receive a
diagnosis. Even with a diagnosis, 5%
of rare diseases do not have an FDA-

approved treatment.
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Advantage
SKILLS & APPROACH

Our Skills and Professions.

Tequis magnam everunt re volupti ntiusament at et omnimo
totatin venimus anturis explaut alique quatem qui utemquia

dolo erum soluptas alite tet id qui utempor esequis evelesc
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Workshops

Proficient in designing and
facilitating professional
workshops  aimed  at
enhancing  skills  and
fostering growth across
diverse audiences.
Experienced in crafting
engaging content tailored to
specific learning objectives,
ensuring workshops are
informative, interactive,

and impactful.
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Holistic

Dedicated to implementing
a holistic teaching approach
that considers the diverse
needs, backgrounds, and
learning styles of students.
Proficient in  creating
inclusive and engaging
learning environments
that prioritize not only
academic excellence but
also emotional well-being

and personal growth.

|=--

Education

Experienced educators
and administrators with
a proven track record of
leadership and excellence.
Extensive experience in
curriculum development,
instructional design, and
program management
to fostering a culture of
continuous improvement
and innovation of all

participants.

iaecabor re conseque qui officab orruntota cus ium rempedi
gendandus veniscidus erum as ut idebit, toremporias ea co-

net volo blantia plaborepel is natqui officil magnihi.
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Environment

Passionate about creating
inclusive and creative
learning environments
that inspire deep-learning
and foster continuous
progress.  Proficient in
designing curriculum and
instructional — approaches
that various learning styles,
backgrounds, and abilities,
ensuring all students feel

safe and confident.

Teach RARE 2024

One of the most
beautiful qualities of
true partnership is to
understand and to be
understood. Yesterday
1S not ours to recover,
but tomorrow is ours

to win or lose.

"The test of our progress is not whether we add more
to the abundance of those who have much; it is wheter

we provide enough for those who have too little."

Franklin D. Roosevelt

A transformative U.S. president during the Great

Depression and World War II, they implemented
groundbreaking policies and overcame Polio to

become the longest-reigning American president.

Inspiring Independence
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Marketing Strategies
CORE MARKETS & GOALS

0030

Valuable data analysis to get an insight

Into our success.

Our innovative marketing campaign is tailored
to showcase our unique educational and
therapeutic services—one that not only promises
effectiveness but also aligns with sustainability

principles and has an international reach.

We understand the importance of reaching
out to diverse communities globally while

maintaining ethical and sustainable practices.

Our ncampaign reflects this understanding
and seeks to promote education and therapy
services in a manner that is both impactful and

conscious of applying funds responsibly.

We believe in the power of community
engagement to drive meaningful change. We
actively engage with communities, fostering

dialogue and collaboration.

Our marketing
philosophy 1s based
on cultivating
relationships,
establishing trust,
and delivering
results.

Our team utilizes professionals with extensive experience
in marketing for education and therapy services. We apply
strategies and analytics to ensure that our message reaches
the right audience and generates tangible results. From
targeted social media campaigns to personalized email

marketing, we are able to tailor our approach to that of a

rare disease parent's perspective.

Europe
+10%

North America
+50%

Teach RARE 2024

[ .ocation
& Type

Digital/SEO
Website and blogs

Our website and blogs
generate organic visitors
through SEO.

Online Ads

Internet-based ads.
Strategic ads are displayed
through online advertising

platforms.

Social Media

Invest in Marketing Budget
Our dedicated social media

agent manages patient

outreach and awareness.

Partnerships
Invest in Social Media
Joining organizations and
creating partnerships will

extend our network.

The best

marketing

South America
+10%

strategy ever:
CARE.

. .
; 0 \ <) 4?\ Australia
. %

Yaw

S °
5 =
2%

= +5%
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Finance Report
INCOME & EXPENDITURES

"To wish for change will change nothing. To make the

decision to take action right now will change everything.

-Nick Vujicic

Aussie-American Nick Vujicic w

ite of his physical limitati

nce and reframing challenges

Partnerships
In 15 Countries

By joining partnerships we grow
our resources and access more
information. This helps bring down
costs whlile also offering the best
services to our patrons. We are also

increasing awareness of Teach RARE.

7as born in 1982, to the shock of his parents and doctors, without limbs. There w

his courage and tenacity for life have caused him to become one of the biggest motivational speakers in the wor

Services at Cost or
Discounted

We do not add a mark-up or charge
for our services. Instead, we provide
services at cost. Through grants,
donations, and scholarships we
can extend discounts or even free

services to our patrons.

1 conclusion as to why he was born this way,

7as no medica

but

1d, known as an expert on

Collaborating With
Others

We offset the costs of our events by
partnering with other organizations.
We will continue to host events in
tandem or combine activities. Our
collaboration efforts not only reduce

costs but also increase turnout.

30% or less

We have set a goal of 30% or less 2024 Projects Cost Amount Total

is dedicated to business operations,

significantly lower than the

industry standard. Teach RARE Description

does not recieve a salary and are

strictly volunteers. 1. Weekly Caregiver Event $1,200 x 20 $24,000
2. International Events $5,500 x 4 $22,000

For caregivers by caregivers

QOur board members are parents

. . . 3. Website, Blogs, & SEO $2,000 x12 $24,000

of children with rare diseases or

directly involved in research or

care. We understand the specific 4. Media Production $1,500 x 10 $15,000

requirements and are efficient

with only necessary expenditures. 5. Children's Books $6,000 x4 $24,000
6. Curriculum and Lessons $2,500 x 10 $25,000
7. Business Operations $3,000 x12 $36,000
2024 Expenditures $170,000
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Personal Contributions
2023 Teach RARE

As parents of a child with a rare disease, Richard and Judy wanted to give back to their community. They were fortunate
for their daughter to participate in a clinical trial for an innovative gene therapy at a time when many parents were hoping
to access. They also wanted to advocate for research and faster drug approval. To accomplish this, it is important to them

they volunteer their services and contribute their own money to help project succeed.

Adopting a child
Scholarships serve as crucial lifelines for families in the rare disease community. It offers access to education that might
otherwise be financially out of reach. By providing financial assistance for tuition, resources, and other educational

expenses, scholarships enable talented but economically disadvantaged students to pursue their academic aspirations.

Scholarships serve as a catalyst for social mobility, promoting equality of opportunity and driving positive change.

Grants & Donations

Funding assistance and charitable contributions

Teach RARE depends on the grants and donations. Funding assistance and charitable contributions are essential because
they provide crucial financial support our mission and the families we service. Through these generous fundes, we can

implement projects, and make a positive impact in the rare disease community.
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Testimonials

CLIENTS & PARTNERS

"Exceptional care from passionate parents..."
Exceptional care from passionate parents who have unwavering dedication and
a profound commitment to the well-being of children. During the day they are

passionate teachers, while after their day job they continue helping more children.

Kevin Curran,
Head of School
Laguna Beach, California USA

"No other people are more destined for their mission..."

No other people are more destined for their mission of educating and helping children
with rare diseases. They have always met challenges head-on and demonstrated a
strong desire to making a difference in the world. Their level of trust, dedication, and

perseverance are qualities I would hope to attain.

Christopher Ferguson,
President of SENIA International
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summary
THANK YOU

Contact us now for
to create CHANGE and make a
DIFFERNCE in the lives of those hidden.

Thank you for taking the time to read our portfolio. We take pride in our achie-

vements and look forward to future successes.

As parents of a child with a rare disease, we know the importance of accessing
information and resources. The rare disease community is often overlooked. We
aim to change that. Through your contributions, we will increase awareness,

provide care, support parents, and advocate for cures!

Thank you very much,

CPickarg T i LT

Richard E. Poulin III

Company:

Special Education Teaching and Learning Inc.

Teach RARE 2024

Address: Phone & Mobile Online

3362 Caroline Ridge LN E USA: +1 904 686-8515 Email: contact@teachrare.org
Jacksonville, FL. 32225 BKK: +66 89 222-3952 Web:  www.teachrare.org
United States TPE: +886 979-063434

SIN: +65 8428-1861

0035



mailto:contact@teachrare.org
http://www.teachrare.org



mailto:contact@teachrare.org
http://www.teachrare.org

