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Pulmonary: Cystic Fibrosis

Short Name

Comments

CF Registry

Cystic Fibrosis Registry

Type

Investigator

Contact

Registry

Dr. Susan
Millard

Tom Symington

Disease site specific
thomas.symington@spectrumhealth.org

616.391.9366
This study is an ongoing data collection effort sponsored by the Cystic Fibrosis Foundation, known as
the Patient Registry. The goal of the Patient Registry is to collect data to better understand the illness
and ultimately improve the care and survival of those with CF. The Patient Registry was established in
1966 as a means to monitor important trends in the CF population and to improve understanding,
treatment, and survival.
Simplify

Dr. Susan
A master protocol to test the impact of discontinuing chronic
Millard
therapies in people with cystic fibrosis on highly effective CFTR
modulator therapyA master protocol to test the impact of
discontinuing chronic therapies in people with cystic fibrosis on
highly effective CFTR modulator therapy
To determine whether discontinuing hypertonic saline is non-inferior to continuing hypertonic saline
among subjects on elexacaftor/tezacaftor/ivacaftor, as measured by the 6-week absolute change in
FEV1 % predicted

CHEC

CHaractErizing CFTR Modulated Changes in Sweat Chloride and their
Association with Clinical Outcomes

Observational

Dr. Susan
Millard

Lindsey Kamphuis
lindsey.kaphuis@spectrumhealth.org
616.267.2022

Alicia Castillo Bahena
alicia.castellobahena@spectrumhealth.org

616.267.9304
This study looks at sweat chloride (SC) levels in people with CF who are currently being treated with
CFTR modulator therapies. The goal is to test the amount of salt in your sweat to find out how different
CF patients respond to treatment with CFTR therapy, and to see if CFTR therapy impacts long-term
health outcomes.
STOP PEDS

STOP PEDS PILOT (Streamlined Treatment of Pulmonary
Exacerbations in Pediatrics Pilot)

Observational

Dr. Susan
Millard

Tom Symington
thomas.symington@spectrumhealth.org

616.391.9366
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Pulmonary: Cystic Fibrosis
Baby and Early Endocrine Factors and Growth in Cystic Fibrosis
(BEGIN) Study” (BEGIN-OB-18)

Observational

Dr. Susan
Millard

Tom Symington
thomas.symington@spectrumhealth.org

616.391.9366

