Perinatal Services BC

Provincial Health Services Authority

Form 1: Nomination of a Condition for Consideration for Addition to the
Newborn Screening Program in British Columbia (NSBC)

Part A. Identification, contact information, nature of interest in nomination

1. What conditiondo you nominate?

2. Who nominatesthis condition?

a) Pleaselistnamesof all individual/s whowish to be included on the nomination. Even
if the nominationis on behalf of one or more groups, individual names are needed
here.

b) Please provide complete contact information for one of the individuals listed above,
who can representall of the nominatorsin communications with the screening
committee.

3. Are you nominatingthe condition on behalf of one or more groups or organizations?

a) If so, please indicate the name of the group/s or organization/s. Please also state the
capacity inwhich the nominators representthe organization (e.g., JD is Director, RW
is Medical Advisor, FS isa Member, etc).

b) If not, please specify the nature of your interestin nominatingthe condition
(e.g.,personal orfamily experience, health care professional, etc).

4. |If relevant, please disclose the nature of any financial interestsin nominatingthis condition
for screening, for each of the individuals listed in your response to question 2a.
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Part B. Additional information

5. What group of physicians provides care for patients who have the condition (examples:
endocrinologists, hematologists, don’tknow)?

6. Do youknow of a patient or family support group that has an interestin this condition?

a) If yes, please give the name of the group or groups. Is the group aware of this
nomination (i.e., have you contacted them)?

7. Do youknow ifthere isa test for this condition? If so, what is the test?

8. Istherea treatment for this condition? If so, what is the treatment? Do you know if the
treatment isavailable in British Columbia?

9. Do you know of any other jurisdictions (in Canada or internationally) that screen for this
conditionin newborns or children (if so, please list)?

10. Do you have any other comments you would like us to consider or any questions for us?
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