
to find differences and similarities within our dup15q community based on specific factors.to find differences and similarities within our dup15q community based on specific factors.
to identify current care and medications that are working for specific groups of individualsto identify current care and medications that are working for specific groups of individuals
and uncover others that are not effective in individuals with dup15q.and uncover others that are not effective in individuals with dup15q.
to identify ways medical care can be improved in order to educate family physicians andto identify ways medical care can be improved in order to educate family physicians and
specialists.specialists.
to identify how development, behavior, and clinical needs change as individuals withto identify how development, behavior, and clinical needs change as individuals with
dup15q age.dup15q age.
to design clinical trials well suited to the entire dup15q population.to design clinical trials well suited to the entire dup15q population.
to uncover research or medical care needs that may have gone unnoticed.to uncover research or medical care needs that may have gone unnoticed.

Physicians who treat dup15q syndromePhysicians who treat dup15q syndrome
Researchers who are working to find treatments and a cureResearchers who are working to find treatments and a cure
Pharmaceutical partners who are working on drug development projectsPharmaceutical partners who are working on drug development projects

What is the LADDER Database and what does it do?What is the LADDER Database and what does it do?

LADDER is an online Database that collects data from Dup15q Clinics and from the leadingLADDER is an online Database that collects data from Dup15q Clinics and from the leading
"experts," the parents and caregivers, on the patient experience and quality of life. This can also"experts," the parents and caregivers, on the patient experience and quality of life. This can also
include symptoms, test results, physical signs, imaging, patient age and genetics, as well as anyinclude symptoms, test results, physical signs, imaging, patient age and genetics, as well as any
other factors relevant to the disease and its development.other factors relevant to the disease and its development.

This data can be examined:This data can be examined:

What happens to the information I enter?What happens to the information I enter?

Individuals’ data in LADDER database will be de-identified (meaning there is no way to trace theIndividuals’ data in LADDER database will be de-identified (meaning there is no way to trace the
data to a specific individual or family) before any access is granted.data to a specific individual or family) before any access is granted.

Who will request the data in LADDER?Who will request the data in LADDER?

Is my information secure?Is my information secure?

In order to access any data in LADDER, interested parties must submit a request to our DataIn order to access any data in LADDER, interested parties must submit a request to our Data
Access Committee. In some cases, IRB/ethical board approval and/or a signed data useAccess Committee. In some cases, IRB/ethical board approval and/or a signed data use
agreement will be required prior to the release of any data. Personal information is not shared.agreement will be required prior to the release of any data. Personal information is not shared.

How You Can Help:How You Can Help:
Family members of individuals with dup15q syndrome are important allies in the road toFamily members of individuals with dup15q syndrome are important allies in the road to
developing treatments for these conditions.developing treatments for these conditions.

LADDER was developed in response to a critical need for a centralized database to collect and
manage the information provided by parents, caregivers, clinicians, and researchers about the
natural history and clinical needs of patients with dup15q.

Enroll Today:
 https://laddertotreatment.org/

Advancing Research is our best chance of finding new and improved therapeutics for dup15q syndrome.

Dup15q Alliance




