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Speech at the International Conference on June 25, 2025
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Focus on Prader-Willi Syndrome, Light Up the Beacon of Hope
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Prader-Willi syndrome care & support center

Member of the Genetics Society of China
Chairman of Zhejiang Prader-Willi Rare Disease
Care Center

Consultant of the Pediatric Rare Disease Group of
Zhejiang Province Rare Disease Branch

Member of the Rare Disease Rehabilitation
Committee of the China Association for Disability
Rehabilitation
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| am Lin Xiaojing, the founder of |
the China Prader-Willi _— il S
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Organization. It is a great honor |

to be here to share with you the
story of PWS (Prader-Willi
Syndrome) in China.
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HOPORE!

Prader-Willi syndrome care & support center Wechat Official Account : /J\fRELF
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My daughter wasn’ t diagnosed with PWS until she was 11 years old. To help

others like her avoid the detours in the medical journey and receive effective
treatment sooner, | established a nonprofit organization in 2017 serving PWS
patients and their families across China. Our work focuses on four main areas:
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Prader-Willi syndrome care & support center Wechat Official Account : /J\fRELF
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1. Promoting Public Awareness and Medical Education of PWS
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To reduce misdiagnosis and missed

diagnosis, we promote early detection,
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early intervention, and early

treatment to improve outcomes for

patients.

Prader-Willi syndrome care & support center @ Wechat Official Account : /J\fRELF
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We have held over 280 educational » N o2
events in 51 cities, distributing over mF’im?\
150,000 PWS information brochures. | ‘ gl

have given more than 50 keynote talks
at major medical conferences under the
theme “The Prader-Willi Syndrome You
Don’ t Know." And held over 50
expert-led online webinars, with the
highest viewership exceeding 500,000.

Prader-Willi syndrome care & support center Wechat Official Account : /J\fRELF
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Collaborated with over 100 hospitals

PWS
= —

to designate November 15 as ;ﬂ,ggggwgmmm "
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“China Prader-Willi Care Day.” Co- 970
hosted 7 training sessions with 5 leading
Chinese hospitals to improve diagnostic

@ Wechat Official Account : 7\ f& &L
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Produced 13 short films with professional
studios — the film “Stargazer” has been viewed %
over 10 million times and won several awards, V= ————
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including a ¥2 million broadcast grant. \ o M T
Independently produced 700+ short videos — the A | ="V
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most popular reaching over 4 million views. A —all | iﬁi’:fﬁ?*ﬁ”‘*"ﬁi
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documentary titled “My Son Was So Hungry He E S | .
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Ate Dog Food, but | Still Couldn't Feed Him” was ) | - EERERT — B
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viewed over 10 million times, with over 10,000 : ' e
. PWS
likes and comments.
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~ media outlets have reported
on PWS, including 19 features D . EELEIEE
in national-level media. L B b
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As a result of our hard work, the diagnosis age has

shifted from 7-20+ years to as early as 7 days after birth.
Confirmed case numbers have grown explosively —

increasing more than 10-20 times in recent years.

Awareness among medical professionals has significantly = ; i)

improved.,
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2.Advocating for Policy Support
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To reduce the financial burden on families, we
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have advocated for PWS treatments to be covered
by public insurance and called for social
assistance from government disability agencies.

PWS

Prader-Willi syndrome care & support center @ Wechat Official Account : /J\fRELF



=~ Mandarin)

HiZigER AN SHERFISSMERERMEEINB "2
= BRI Eit;
= | We initiated China’ s first local PWS patient aid fund,

S RS

MR EEXEINE

“Love Has Power.” (Power sounds like Willi in . gl BEN{YT

ZA15

ERUAB 7 by ST

Bt E KA (2021) 36 &

- IS ETHISPWSIBETTRAANER, BETBERENZFTRIAE,

=~ Promoted PWS treatment coverage in public insurance
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: ESEREEG6NH, aJHiB2)R, Facilitated the launch of the

“PWS Patient Care Program” under the China Red Cross

Foundation in over 270 hospitals. Children under age 2 can
receive two free rounds of 6-month growth hormone

" injections.
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- PWSIMEAEBIREIZ. Promoted the establishment of
,J\Hqg,ﬁﬂﬁ %%%Iﬁﬁ _ the China PWS Clinical Alliance and the Chinese

" Medical Association PWS Working Group.
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3.Medical Collaboration and International Exchange
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To share the latest treatment strategies and overcome

access barriers

Prader-Willi syndrome care & support center @ Wechat Official Account : /J\fRELF
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Partnered with 21 hospitals to
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hold 69 multidisciplinary

consultation and patient-doctor

@ exchange events, directly
& T o X T L — f benefiting 1,735 families.To
@ ' O Y 1 ._,-j address the difficulty of getting

i L,xﬂ”ﬁl-}LElﬁ’W “Hﬂhuy—y S 3= o
1 L L3HL o medical appointments, we created a

priority care program with 180+
compassionate doctors across 146

hospitals.

Prader-Willi syndrome care & support center @ Wechat Official Account : /J\fRELF
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Established 12 expert-led online
consultation groups for remote
and free medical advice.

Held 19 mental health workshops
titled “Breaking Down the Wall of
the Mind” to support 323

families under stress.

Prader-Willi syndrome care & support center @ Wechat Official Account : /J\fRELF




INBERR s e b 1 9

Prader-Willi syndrome care & support center
A

20735 BNGED, BiF 7383 ENERFIEERERES
M. EE#EDNZSPAVHEANIRRENELR R ZERBGYHR.

N 7 R e i .
— — | e = 0 Hosted 35 social integration
=y Tevents for 383 PWS patients and
E I
o5 ‘r.‘.““" ‘their families.
‘U’ | ‘. | ‘,\ "Supported clinical trials and
O ‘ - o ol \a \

genetic research on multiple PWS-

Prader-Willi syndrome care & support center @ Wechat Official Account : /J\fRELF
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4.Creating the “Xiaopang Home” - A Safe Residential Program; .
We founded a special residential center for children with PWS that eliminates food

temptations and provides structured diet and exercise programs. All 86 residents have

lost weight and improved their health in various levels since moving in.
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One standout case: A 17-year-old patient from Shanghai lost 118 Ibs (from 250 lbs to 132 Ibs)
in 12 months. Prior to admission, his fasting blood sugar level exceeded 16 mmol/L, his blood
sugar normalized within a month after arrival, diabetes injections stopped in the second

month, blood sugar stayed in normal range and his chronic diabetic foot healed completely
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Awards and Recognition:

The organization has won multiple national
honors, including awards from Tencent,
Xinhua Net and China Philanthropist
e — Magazine, for its outstanding advocacy,
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, public education and patient support in
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Our Mission: To make Prader-Willi Syndrome known to all,
to create a safe home for those affected, and to build a
\_/ respectful and inclusive environment for the PWS
\__/

community.Our Core Belief: Every person with PWS has

unique value and deserves to be loved and seen.

Prader-Willi syndrome care & support center @ Wechat Official Account : /)N FREL#)
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@ This is the story of PWS in China and the

) efforts we' ve made so far. I’ m truly

\_J grateful for the opportunity to represent
Chinese PWS families here in the U.S., to
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participate in this conference, exchange
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ideas, and learn from one another. e g o o ST () |
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Prader-Willi syndrome care & support center @ Wechat Official Account : /)N FREL#)
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In closing, | wish this

conference great success and

good health to everyone here.

Thank you again!
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Prader-Willi syndrome care & support center Wechat Official Account : /JNEFELF]
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