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I am excited to wrap up a memorable year full of activities.
Dealing with Duchenne-Beker disease requires a great deal  of strength from families, and
we are here to assist and accompany them through the various challenges they face with
various authorities, in receiving treatments, providing knowledge, and receiving
medication.

I am pleased to announce the opening of a new multi-age and multidisciplinary clinic at 
 Ichilov Hospital. As a result of hard work that spanned several years, it is the first time  adult
patients are able to receive comprehensive care. 

Furthermore, our staff is implementing adapted services such as emotional therapy and
support groups to provide meaningful tools for daily coping with the disease, including a
variety of options for independent adult life, such as online courses and professional
webinars for families and care teams.
As the activities progress, so do the challenges:

We continue to advocate for the discovery of safe and effective treatments to halt the
progression of the disease, including increasing the number of studies conducted in Israel,
regulating mobility, broadening the definition of somatic disease to include people over the
age of 18, and expanding responses as part of the family support system.

It is critical that we continue to collaborate with a variety of stakeholders in order to improve
research and treatment, and raise disease awareness.
I invite you to delve into association's accomplishments in 2021 by reading this report.

Tali Kaplan
CEO

From the 

CEO's Desk



Our Fields of Activity

In 2021, we handled over 2,000 inquiries on the following topics:



A New Multi-Age and Multi-Disciplinary

Clinic at Ichilov Hospital

The clinic that opened at Ichilov Hospital with
our support will provide medical care throughout
all stages of the disease's progression, as well as
rehabilitation. This clinic, which will provide a
broad response to adult patients for the first
time, will help to expand knowledge and
treatments for these patients.

Additional clinics specializing in the treatment of
the disease: 
Schneider Hospital, Hadassah Hospital, Alyn
Hospital, Wolfson Hospital.



During 2021, the Association's research database was
expanded and adapted to match that of international
professional databases.

We are already collaborating with researchers, doctors, and
medical companies to bring more research to Israel and
expand the patient populations participating in the research.

In fact, this database is the only one in Israel that brings
together the information about all patients of different
ages and functions.
The database serves as the foundation for broad learning
about the disease, allowing anyone to obtain information
about the various characteristics of the patients - promoting
social and medical rights, promoting research, and assisting in
the access to new treatments.

Updating and Improving the

Research Database



Family and Individual Emotional Support

Parent Support Groups (8-10 participants)

The sessions cover a variety of topics related to dealing with the disease. As parents of
children with progressive muscular dystrophy, we want to live as normal a family life as
possible. The meetings' purpose is to provide mutual support along with tools for daily
coping with the disease.

Individual Emotional Support

Parents who have received the difficult news of the diagnosis and are now experiencing
complex periods of significant functional deterioration require emotional support.
Therefore, we initiated a project of a series of individual emotional treatments. In
collaboration with Ella association, our social worker examines the specific needs of
each individual and locates a suitable therapist in their residential area.

This is our fifth year operating these services. In 2021 over 20 families received
treatment at the family home or clinic. The number of requests has naturally
increased due to the Covid19 Crisis.



Services Developed in Response 

to Families' Needs 

Family weekend at Jordan River.

Summer camp offering a variety of activities and experiences.

Entertainment - Tickets to children's shows such as "Pestigal."

An integration evening on Hanukkah with patients' families who traveled

from all over the country to meet and celebrate together.

Legal consultation for families of Hebrew and Arabic speakers, provided

by law students of "Sha'arey Mishpat" College.

Aside from being involved in a number of collaborations, both in Israel and
abroad, including leadership of the "Coalition for Rare Diseases" in Israel,
as well as the "World Duchenne Organization" and various research forums
around the world, the association responds to the need of families by
initiating the following activities:



Surfing Camp - Season No. 3! 

A unique experiential camp in Israel
and abroad also opened this year, and
allowed kids with muscular dystrophy
to surf on accessible surfboards.

Throughout the summer, about 30
guides and volunteers came every
Friday to support the children and allow
them to experience the waves,
strengthen their bodies, and empower
their spirits.



Online Physical Therapy Courses

To meet the needs that arose during the Covid19 crisis and
the cessation of physical therapy treatments, we initiated and
ran five groups of online physical therapy classes throughout
2021 to preserve movement and muscle strength.

Young children and adult boys are included in the Hebrew-
and Arabic-speaking groups, which are led by physical
therapists who specialize in treating the disease.



A New Application Encourages Physical

Therapy Self-Practice

Initiated by the association and in collaboration with the
pharmaceutical company PTC, an app has been developed
to improve the practice of independent activity and
stretching at home.

The app includes built-in training as well as a VR game in
which participants can earn points by practicing.

This project is currently undergoing an initial pilot phase.
We are pleased and excited that an initiative we have
proposed for the development of an assigned application
that may improve the quality of life of many Duchenne
patients worldwide has been approved.

 



Promoting Independence 

Application development courses - in Hebrew and Arabic - for various levels of experience.
Operating a cyber defense system.
English courses, to strengthen the language as a foundation for professional studies.
YouTube graphic design.
Courses for individual participants.

To provide patients over the age of 18 with financial independence, the family support team created
and runs an independent-life program. The program assists participants in developing self-confidence
and a sense of competence. 
We operate an E-Learning system for the following professional courses:

Additional courses are due to open at the request of young adults.

We also offer professional employment assistance:
The goal of individual accompaniment is to prepare participants for the workforce through education
and career counseling, as well as to encourage motivation and provide tools for job interviews and
accompaniment while starting a new job.
Lilach Sharak, who has 15 years of experience in organizational consulting, provides the personal
accompaniment.



FIRST STEPS AFTER
RECEIVING THE DIAGNOSIS 
OF THE DISEASE

Full Use of Rights 

Led by the our team: initial
guidance in the difficult days
following  the diagnosis - a time of
mourning and confusion. The
webinar reviews the organization's
assistance system, existing
researches, and optional
treatments.

PROMOTING A LIFE OF
RELATIONSHIPS AND
SEXUALITY

Relationships and
Sexuality

Relationship and sexuality in
people with physical
disabilities were discussed in
a webinar co-hosted by us
and Reut Hospital.

HOW TO TALK TO YOUR
CHILD ABOUT THE
DISEASE

The Importance of
Emotional Discourse

Led by our social workers, 
 explaining the significance of
openness and the attitude to
adopt when discussing the
disease with our child.

ACCESSORIES AND
ACCESSIBILITY

Adapting Accessibility Aids
at Home and in General

 Co-hosted by us and Milbat, 
 discussing accessibility of
information and services for
adapting accessories and
encouraging independence in
our daily lives.

Webinar Series for Families and Professionals



SPEECH CLINICIAN'S
 TREATMENT OF
DUCHENNE DISEASE

Communication and Speech  

In cooperation with Alyn
Hospital, an important and less
known field relevant mainly to
adult patients, a speech
therapist who specializes in the
disease explained the problems
and the existing
recommendations in areas of
eating, swallowing, and
speaking.

COMMON FOOT PROBLEMS
WITH DUCHENNE
DISEASE AND TREATMENT
OPTIONS

Orthopedic 

In collaboration with Alyn
Hospital, Dr. Sharon Ayalon -
Orthopedic and Orit Bar-Tob -
physical therapist specializing
in the field of Duchenne-Becker
treatments, explained common
problems, the causes, and
treatment options available.

CHALLENGES AND
RECOMMENDATIONS
FOR MAINTAINING ORAL
AND DENTAL HELTH

Oral and dental health

 The significance of oral and
dental health among Duschen
patients, led by Izzy Shapira's
dentist.

 

THE IMPORTANCE OF
MONITORING AND
TREATING NUTRITION AND
GASTROENTEROLOGY

Gastroenterology

In collaboration with experts
from the U.S. - Muscular
dystrophy patients also
experience deterioration in the
functioning of the digestive
system. The Experts explained
the significance of preventive
methods and the treatment of
these systems.

More Webinars...



The Challenges We Face

Improving treatments through collaboration with medical
centers, organizing conferences, and translating professional
information into Hebrew and Arabic

Working with a number of governmental offices to expand the
treatment services for patients over the age of 18, as well as to
find a solution for the mobility of young children.

Expanding family support, hiring a social worker to develop
services for Arabic-speaking families, assisting in the receipt of
social and medical rights and in the receipt of treatment, and
developing new services to assist families.

Promoting research and expanding knowledge about disease
treatment in the hopes of discovering a breakthrough that will
improve patients' health, independence, and ability to live
meaningful lives.

We continue to operate on the next four channels simultaneously:
 



THANK YOU

We Couldn't have done this
without you!

 

Thanks to you, we have been able
to operate our entire service

system this year. Thank you for
your faith and continued support.

 

We'd love to hear your thoughts,
suggestions, and anything else

that can help our efforts.
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