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China-Dolls Center for Rare Disorders (CCRD)
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China-Dolls Center for Rare Disorders (CCRD), formerly known as
China-Dolls Care and Support Association, was founded by individuals
with Osteogenesis imperfecta (Ol) and various rare disorders in May of
2008. CCRD was registered under Beijing Civil Affairs Bureau in 2011.
The Jinan China-Dolls Center for Rare Disorders was founded and
registered in 2015. Currently, CCRD has offices in Beijing and Jinan,
Shandong Province.

As a non-profit and non-government organization, CCRD works

with and for people with Ol on local medical promotion, medical aid,
peer mutual support by empowerment, policy advocacy and public
engagement. We aim to raise public awareness of O, to eliminate
discriminations and prejudices, to secure equal rights of people with Ol
on healthcare, education employment and other areas, and to promote
related policies to benefit people with Ol.

CCRD has raised more than 30 million RMB since established. We have
provided medical aid and rehabilitation services to more than 1600
man-time. The services of CCRD cover more than 3000 families of
people with disabilities or different rare diseases.

Our Core Values: Independence, Equality and Respect,
Diversity and Integration.

Our Core Culture: Every life serves its purpose,
every life shall be respected.

Our Vision & Mission: We work together with and for people with Ol
and their families, through peer supports, multi-actors engagement,
Ol community awareness raising, public education, medical research,
multidisciplinary treatment promotion, health and education policy
advocacy. To create an equal ,inclusive and barrier-free society.

Our Slogan: Love is still strong.
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Osteogenesis Imperfecta (Ol), or “brittle bone disease”, is a
clinically heterogeneous heritable connective tissue disorder.
It could be regarded as osteoporosis starting from childhood

to some degree. “China-Doll” is another beautiful name for Ol
patients.

The clinical features of Ol commonly include bone fragility

and easy susceptibility to fracture, bone deformity, growth
deficiency, other signs sometimes occur like muscle weakness,
dentinogenesis imperfecta, blue sclera, scoliosis and deafness.
Ol is caused by mutations of the collagen gene or associated
genes. Collagen plays an important role in keeping bone strong.
When these genes act abnormally, they affect the collagen
production in varying degrees.
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Ol has many phenotypes ranging from subclinical to lethal. The mild
type may lead to free deformity, normal height, and rarely fracture.
Severe patients may experience hundreds of fractures, or even die
during fetus period.

Ol affects about one in 15,000 — 20,000 people regardless of gender
and race. It means there are approximately one hundred thousand
people with Ol in China.

For now, Osteogenesis Imperfecta (Ol) still cannot be cured.

But patients’ physical condition could be improved mostly

by multidisciplinary treatments and rehabilitation. Medical
treatments usually include drug therapy (such as bisphosphonates),
physiotherapy, auxiliary devices or braces, surgical treatment
(intramedullary nail fixation), daily exercise, hydrotherapy and
scoliosis prevention.

Because of the genetic risk of Ol, when families have members with
Ol or people with Ol plan to give birth to next generation, a genetic
test and pregnancy test can reduce the risk of having Ol to ensure
the health of a baby.
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Multidisciplinary treatment Promotion
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We facilitate the accurate diagnosis of Ol in hospitals at local level.
We suggest that treatments should include patients' perspectives

and being social-integration oriented. We facilitate accurate transferal
treatment and develop relevant treatment with correct concept.

We also promote developing multidisciplinary treatment system in 3A
hospitals which have already launched relevant medication, surgery
and rehabilitation. Besides,we promote the development of medical
research on Ol and the improvement of medical insurance policies

for people with Ol through baseline data collection. In addition, the
program cooperates with hospitals,pharmaceutical companies and
other partners to promote Ol drug indications studies so that the
patients will have access to certain medicine nationwide. Together with
all relevant parties, we could develop a medical environment where
people with Ol could get the nearest,comprehensive, timely

and efficient medical treatment within their affordable economic limit.
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CCRD works alongside domestic and international experts including
endocrine, orthopedics,rehabilitation and genetics to hold medical
rounds in 3-4 provincial hospitals every year. Through doctors training,
practical demonstrations, multidisciplinary treatment and doctors
network establishment, the project improves the medical level of local
doctors, promotes comprehensive treatment. The local patients will
acquire a systematic medical treatment plan and get essential assistive
devices. The ultimate goal is to develop a medical environment where
people with Ol could get accessible, comprehensive,timely and efficient
medical treatment. Since it launched in 2012, the project has gone
through 11 cities, 13 rounds and set up numbers of medical lectures.
There have been more than 350 Ol patients served and more than 200
medical workers trained.

= 77 $5 B
Medical Aid Service

NTHERBASERR M. KB, SFRGENETRER , PULBIE
TRENTIE , BEIRERENRR | SIS AREERE, [EfRtbRSET
RENE.

In order to meet personalized,long-term, and multi-disciplinary
medical needs of Ol patients, CCRD provides medical aid services to

people with Ol, particularly those most in need. CCRD ensures them in
time and appropriate medical treatment.
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The project provides financial aid
to help people with Ol to access
in time and appropriate medical
treatment including rehabilitation,
medicine and operation. We
advocate holistic approach,
preventive and multidisciplinary
treatment in this project. The project not only monitors medical
behavior of patients, but also conducts comprehensive medical
evaluation for them to develop a customized health management plan
with multidisciplinary intervention, so that they can strengthen their
muscles through scientific rehabilitation and reduce the risk of bone
fracture and deformity through early prevention. Therefore, people
with Ol can also enjoy a good quality of life with their own social
network and better integrate into social life as an "iron man"!
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Pay it Forward Emergency Loan Scheme
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Pay it Forward Emergency Loan
Scheme was co-founded by
CCRD, Beijing New Sunshine
Charity Foundation and Shenzhen
Meet Charity Foundation with the

support of Zhejiang Dunhe Charity Foundation in 2015. It provides free
loan to patients supported by the three agencies.

Pay it Forward Emergency Loan Scheme provides short term loan to
needed patient families in case of emergency, so they do not need to
borrow money from usury. Meanwhile the plan also makes patients
seek and receive help with dignity. Every recipient will become next
helper once they repay the loan and make love turnover.

BEEECRRE

China-doll Love Ward
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The Shandong Provincial Hospital
China-doll Love Ward project was launched in 2010. The objective of
the project is to provide people with Ol a ward based and systematic
support on medical treatment, accompany and education, to establish
a social support network within people with Ol, to promote holistic
approach, to enhance the popularity of science treatment for people
with Ol, to strengthen inclusive education. By integrated education
lessons during the hospital stay, we help the patients better integrate
into the society, and restore the normal learning, work and life as far as
possible.
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Official Website : http://www.chinadolls.org.cn
Weibo : http://t.sina.com.cn/chinadollscn
Wechat : search for Chinadollscn or scan QR code below

Hotline (weekday from 10 am - 6 pm) :
010-63458713 / 63459745 / 13241424808

Emails

For Information and Help : gangtiexia@chinadolls.org.cn
Media Contact : media@chinadolls.org.cn

For Cooperation : sunyue@chinadolls.org.cn

Beijing Office
Address : #603, Block B, Jiaye Building, No. 6 South Third Ring East Road,
Fengtai District, Beijing, China, 100079

Shandong Office

Address : #1702, Caiyun building, No. 270 Quancheng Road, Lixia District,

Jinan, Shandong province,China , 250011
Telephone : 0531-62301230
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Community Mutual-Help
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Through Community Mutual-Help Project, we organize online
courses , offline activities and regional support groups, based

on core needs of the community. Patients can learn from peers in
better understanding Ol, how to deal with challenges in daily lives
proactively and to achieve self esteem.

We believe that people with Ol are the main force in solving
problems and challenges they are facing. The public stereotypes
them as a powerless recipient. We want to change this public
stereotype to ensure each people with Ol could participant in the
society with equality and dignity.
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China-Dolls National Conference for

People with Osteogenesis Imperfecta (NCPOI)
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CCRD holds China-Dolls National Conference for People with Os-
teogenesis Imperfecta (NCPOI) in every two years since 2009. Indi-
viduals with Ol and their families gather from all over the country,
discussing the issue of rare disorders during the conference. More-
over the conference includes medical rehabilitation, policy and law
training, psychological rehabilitation, mental health, employment,
and peer support. Additionally, the NCPOI appeals to government
and public to pay attention to and support people with Ol.
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Parent-Child Rehabilitation Camp -

Fish Rehabilitation Development Plan
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The Parent-Child Camp is for
children with Ol and their families
which includes workshops on
rehabilitation, psychology and hydrotherapy, and parent-child activities.
The camp is expected to raise parents' awareness of rehabilitation.
Meanwhile, parents could also release themselves during the camp and
learn how to treat their children and better accompany their children.
The final objective of the camp is to prevent children with Ol from

deformity of the limbs, and take early intervention to ensure children
with Ol a normal social life.
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Employment Support Program
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Employment Support Program
aims at providing reasonable
jobs opportunities to people
with Ol. The project works with
large Internet companies and
delivers job information directly
to people with Ol. In the future,
the project will also explore new
employment support model.
Through the employment
support project, people with

Ol are able to choose either
working at home or in the offices based on their needs. Jobs not only
secure them with income, but will also develop their skills, abilities,
and their capacity of independent living. Finally, the project will build
an equal and diverse environment for all.
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Public Communication and Research

EBES  BISTFEEE. LA TERESEN. LE BREXEH.
BRAEEESSMER  BITARRENES  EHE ARG EIEERFRIA
M=, FXNZEHAR SN TR, BEIREANED , RE8EBEEAT
L. STHBINESRES.

HHES  AEARLERR, BIRBANS THTE , WiZBHIBURIRES R
HARTE  HRSKBTHIRR, HESHIALLEMIREE  BEEBFEZREE.
HERA HERUE S HEIRE B TBEFHRIR,

FOSHZEHARITIRAN . EIASERNAN , A RET RS R M5
HArzZXE, FREYR. RARRESFERESHFIFBAEXRERT,
HEBEREEIBEX A BT ERHARRIE , UNEREFTIE.
Communication & advocacy: through different communication
platforms, online to offline advocacy events, charity bazaars,
campus talks in universities and social media cooperation to deliver
information about people with Ol and advocate for them. It aims to
educate public a basic understanding of Ol, to build a platform for

better understanding and further interaction between each other, in
order to build a diverse, respectful and inclusive society.

Research advocacy: the illness-based poverty is a serious issue

for people with Ol. Moreover, pending issues like imperfect

social security policy, lack of social assistance mechanism, severe
discrimination in education and employment, difficulties in having
intimate relationships and participating in society, make patients live
even more challenging.

CCRD regularly conducts in-depth and researches on Ol population.
CCRD publishes research results through media to attract wide
attention of the society. CCRD also organizes seminars and submits
policy proposals to government. The ultimate goal is to advocate
government to strengthen social security system for people with Ol
and to improve their living environment.
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(2013 FERBALEBFEFRRATRE) -
Research Report of 2013 Living Condition
of People with Ol in China

(2014 EEFLEZHEZ X SHERREFHRS)
Research Report of 2014 Compulsory
Education Condition for People with Ol in China
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Objectives

1

. To promote the accessibility to medical treatment,
. To empower people with Ol to live independently by
. To facilitate communication and mutual-help among

. To raise public awareness and understanding on

. To initiate and
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education and employment to people with Ol;
promoting their subjectivity and life skills;
people with Ol and their families;

people with Ol and engage them to build an inclusive
society;

conduct researches
and studies on Ol
and to advocate
related social
security policies.





