Questionnaire for First Educational Forum for
Families and Caregivers on Mucopolysaccharidoses (MPS)

Date :May1l7 & 18, 2008
Venue : Landis Hotel, Taipei

Topic : Educational symposium for
MPS families and patient groups

Training Session:

Session

Other Suggestions / Comments

Why is it important to diagnose and treat early?
By Dr. Shuan-Pei Lin

Very useful : 80%
Useful : 20%
Not useful : 0%

Enzyme replacement therapy with Aldurazyme,
Elaprase and Nagalazyme
By Dr. Shuan-Pei Lin

Very useful : 80%
Useful : 20%
Not useful : 0%

Testimonials on how families cope
(Country presentations)
e Family whose child was recently
diagnosed
e Family whose child is receiving
Enzyme Replacement Therapy

Very useful : 80%
Useful : 20%
Not useful : 0%

“Want to hear more presentation from
the families and patients”

11th International Symposium on MPS and
Related Diseases
By Mrs. Wendy Boon

Very useful : 54%
Useful : 46%
Not useful : 0%
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Rank

Other suggestions / Comments

Role of a patient group
By Ms. Virginia Tsai

Very useful : 80%
Useful : 20%
Not useful : 0%

Role of the Government
By Mr. Wei-Gang Huang

Very useful : 54%
Useful : 46%
Not useful : 0%

“Not really useful”

Manifestation and management of MPS in ENT
By Dr. Guo-Sen Lee

Very useful : 54%
Useful : 46%
Not useful : 0%

Dental Care of MPS patients
By Dr, Alex Shaw

Very useful : 54%
Useful : 46%
Not useful : 0%

Can MPS disease be prevented?
What is genetic counselling?
By Dr. Paul Hwu

Very useful : 91%
Useful : 9%
Not useful : 0%




Questionnaire for First Educational Forum for
Families and Caregivers on Mucopolysaccharidoses (MPS)

Date :May1l7 & 18, 2008

Venue : Landis Hotel, Taipei

Topic : Educational symposium for
MPS families and patient groups

Logistic Arrangements : Ranking: 1— Excellent 2— Acceptable 33— Need improvement

Comments or

Arrangements Ranking Suggestions

Car pick-up for arrival Excellent: 100% Acceptable: 0% Need improvement: 0%

Car pick-up for departure Excellent: 100% Acceptable: 0% Need improvement: 0%

Hotel room Excellent: 100% Acceptable: 0% Need improvement: 0%

Hotel service Excellent: 64% Acceptable: 36% Need improvement: 0%

Breakfast Excellent: 73% Acceptable: 27% Need improvement: 0%

Lunch Excellent: 73% Acceptable: 27% Need improvement: 0%

Coffee break Excellent: 73% Acceptable: 27% Need improvement: 0%

Conference room / meeting facilities Excellent: 54% Acceptable: 46% Need improvement: 0%

Breakfast Excellent: 73% Acceptable: 27% Need improvement: 0%

Lunch Excellent: 90% Acceptable: 10% Need improvement: 0%

Coffee break Excellent: 73% Acceptable: 27% Need improvement: 0%

Conference room / meeting facilities Excellent: 54% Acceptable: 46% Need improvement: 0%

Welcome dinner on May 17 Excellent: 91% Acceptable: 9% Need improvement: 0%




Other Arrangements Ranking Comments

Handbook and other materials Excellent: 91% Acceptable: 9% Need improvement: 0%




