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2 days  - 205 survey results collected



More Patients
At present, certain types of PID diseases have many more patients in China than other countries. Therefore, treatment 
options for these diseases are more extensive and comprehensive.

Progress

Easier Communcation between patients

Through the online platform we set-up for our patients to facilitate communication, patients in the same disease group or 
caregivers can easily reach out to one another to share information from our survey and online chat groups.

Immunoglobin In Stock and Partly Coverage by Soical Medical Insurance

Most of the medication is in stock and available for purchase in big cities, immunoglobin is partly covered by social 
medical insurance

24/7 Online Support

Volunteers from PID Care China provided 24/7 online service to patients (Including sharing disease information, policy 
consultation, psychological support etc)

Ease of making Appointments

Appointments for subsequent medical reviews are easy to make.



× TOP 1: There are few PI Experts. Adult PID patients have very limited PI experts to visit. (71%)

× TOP 2: Many doctors from local and undeveloped cities, have no experience to treat PID.  Some patients 

cannot receive accurate and timely treatment, repeated infections are very common. (60%)

× TOP 3: Social medical coverage for immunoglobin differs largely from city to city, the range is from 10% 

subsidy to 90% subsidy. (53%)

× TOP 4: Difficult to diagnose, Clinical immunology is not present in every hospital  (47%)

× TOP 5: Immunoglobins is classified as nutritional products(non-therapeutic drugs) in some hospitals, and 

there are strict drug control policies, so patients have restricted access or inadequate amount of drugs.(41%)

Challenges - Patients perspective
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Challenges - National perspective

1．Newborn screening is only available in limited cities

2．Nation-wide PIDs registration is not available

3．Lack of personalized treatment

4．High cost of HSCT

5．Lack of patient management

6．Lack of support from local pharmaceutical organizations, who focus on collaboration with hospitals and not 

patients



Thank you for listening
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