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Only love to thaw the freezing heart

promote “4+1” care mode

Jin-Huang WANG (Beijing Oriental Rain ALS Care Center)
Zhang-Yu ZOU (Fujian Medical University Union Hospital)
2019.12.2. Perth, Australia
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"4+1" ALS care model

“4+1” means governments, organizations, hospitals,

and companies cooperate to help ALS families
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The government attaches great
Importance to caring for ALS




The founders of BORACC, Mr.
Jijun Liu and his wife, Ms.
Jinhuan Wang

Mr. Liu has been fighting against
ALS for 13 years, he still help
other patients with eyes

Ms. Wang has been caring for
his husband for 13 years. Their
love story has been made in
cartoon and encourage
thousand of patients
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http://www.jiandongren.org/

Mr. Liu and Ms. Wang devoted to advocation

and promotion of family rehabilitation care
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ORACC

Oriental Rain ALS Care
1575 SN A

oracc . \\ith the support of China Social Welfare

Oriental Rain ALS Care
1575 SN A

Foundation, the ALS Million Breathing
Project has raised more than 6 million
yuans and donated 250 ventilators, 25

CoughAssist machines, and 30 Eye Tracker

for ALS patients since Nov. 2014.




ORACC

Oriental Rain ALS Care
1575 SN A

y {Handbook of the Rehabilitation Care of MND) y

Oriental Rain ALS Care
1575 SN A

* With the supports of China Disabled
Persons’ Federation, BORACC has
organized a dozen of ALS experts from all
over the country to compile the Handbook.

« The handbook consists of 6 chapters with
a total of 70,000 words, covering drug
treatment, respiratory support, nutrition,

rehabilitation and nursing.




ALS Rehabilitation Nursing Training included in China
Disabled Persons' Federation Real-name Training
Program for Rehabilitation Therapists
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In 2019, two training courses
with more than 200 trainees
including caregivers and
rehabilitation therapist have

been finished.

Patient and caregiver Learning the maneuver of rehabilitation Training course




The handbook will be distributed freely to ALS
patients and their families
Relevant training courses performed to
enhance the knowledge of rehabilitation care of

ALS, and to improve the patients' quality of life
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Participators of ALS rehabilitation
nursing training course in 2019
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Improve ALS awareness by intensive
propaganda and advocation.




June 20th, 1st ALS Care and Rehabilitation Sports
Meeting and 2" Only Love Will Thaw A Freezing
Heart Welfare Running Sports
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The World ALS/MND Day becomes

“ALS awareness month”

Various ALS-related training and promotional activities have been
intensively launched around the World ALS/MND Day

DATE

June 1% to 20™

June 20"

June 12

June 14"
June 21%
July 5™

July 22th

Activities Participators

110 teams and
more than 10,000
people

Caring for ALS running teams across the country carry out
charity running and donate steps

The first “ALS Care and Rehabilitation Sports Meeting” and

the second “Only Love Will Thaw A Freezing Heart Welfare 600
Running Sports”

The 1% ALS Rehabilitation Nursing Training Course of China
Disabled Persons' Federation

ALS Rehabilitation Nursing Training Course of Beijing
Disabled Persons' Federation

Patients education meeting was help in many hospitals 50
The first ALS Charity Base was set up in Fujian Medical
University Union Hospital

The 2" ALS Rehabilitation Nursing Training Course of
China Disabled Persons' Federation
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In July 2019, the first ALS Charity Base was set
up in Fujian Medical University Union Hospital




In Oct 2019, the second ALS Charity Base was set up in
the First Affiliated Hospital of Sun Yat-sen University
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A Jjoint appeal to the
iImprovement of public policies




Riluzole has been covered by medical insurance

« Since Sep 2017, riluzole has been covered by medical insurance in 16 provinces
or cities of China. Patients with ALS treated with riluzole could save about 25,000

yuans per year
* In March 2019, riluzole was included in the first national list of drug for rare

disease, and enjoy VAT policy on rare disease drugs
 In May, 2019, Edaravone was included in the list of second batch of urgently

needed overseas new drugs in clinical practice
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ALS was included in the first national list of

rare diseases
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In May 2018, China has officially released
the first national list of rare diseases.
ALS ranked fourth among the 121 rare
diseases

The release of national list of rare
diseases would promote the treatment

and study of rare diseases including ALS




Patients with ALS can enjoy the Rehabilitation
Services for Disabled Persons

 Beijing’s new policy of Rehabilitation
Services for Disabled Persons has been
Implemented since January 1, 2019.

« Patients with ALS have been included in
the persons with severe disability and

could enjoy the rehabilitation services.




Work hard to change.

Work together to give life dignity.
Everything we do today will be the basis of
progression in tomorrow.

Thanks to all friends who help and support BORACC.
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Working together to defeat ALS

Thank you for
your listening!
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