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CF Care Team Visits
“Every patient, every time”- That is the motto the St. Alexius CF care team strives to 
live by every day. We understand that CF is a complex disease with many ever-evolving 
challenges, and it can be overwhelming at times. You are not alone as your CF care 
team is here to help. We make it our mission to work closely with our patients and 
families to help them navigate life and ensure they receive the best care possible that 
is consistent with their needs and lifestyle. 

Every three months we have the pleasure of meeting with you in person for your CF Clinic visit.  Our CF team is made up of a 
group of multidisciplinary health care professionals who are trained to work together to provide specialized care. At your CF 
visits you will meet with:

•Physician •Respiratory Therapist •Dietitian
•Nurse Practitioner •Social Worker
•Nurse •Pharmacist

We recognize the importance of building a relationship with our CF patients and their families. These relationships help us 
better serve our CF communities as we are able to work closely with our CF patients to monitor all aspects of their physical and 
mental health. As a Foundation-accredited CF care center, we make treatment recommendations based on the latest medical 
evidence and best practices. We recognize that your treatment plan must work within your unique life, and there is no one-
size-fits-all answer. During your CF clinic visits, we will review your treatment plan with you. We rely on your input to see what 
parts of the treatment plan are working or not working. It also provides an opportunity for our CF patients to discuss difficult 
challenges or changes they would like to make. You are at the center of the treatment team as you are the most important 
member!

“My CF care team is more than just a group of doctors and nurses. They have become people I call family- people my family 
now calls family.” – Adult with CF

Path to a Cure
The cystic fibrosis foundation’s (CFF) Path to a Cure initiative is a program that helps support research and development on 
new CFTR modulator therapies with the hope of developing a cure for CF. The CFF’s goal is to make CFTR modulator 
therapies available to everyone who has CF, regardless of their gene mutations. So far this year, the Foundation has 
made three significant investments to further research into genetic therapies and potential treatments for nonsense 
mutations.

The CFF has made a $6 million investment in Carbon Biosciences to support the company's preclinical research into an 
innovative gene therapy approach that could temporarily “fix” CF in the lungs. Carbon Biosciences aims to deliver a 
functional cystic fibrosis transmembrane conductance regulator (CFTR) gene directly into the lung cells of people with CF 
using a novel viral delivery method. This healthy gene could enable the expression of a functional CFTR protein in 
essentially all individuals with CF, regardless of their mutation.

Another project has the potential to benefit all individuals with CF by enabling the expression of a functional CFTR protein. 
The CFF has invested in SalioGen Therapeutics to support the company’s preclinical research into a innovative genetic 
therapy for CF that seeks to insert a large piece of healthy CFTR DNA at a precise location within the CFTR gene.



Important Dates:
Cystic Fibrosis Clinic Dates Patient Advocacy Council Dates
July 21, 2022 September 8, 2022 at 6:30 PM
Aug 18, 2022 November 10, 2022 at 6:30 PM
Sept 15, 2022
Oct 20, 2022

36th North American Cystic Fibrosis Conference 
November 3rd- November 5th, 2022 in Philadelphia, PA
More information is available at https://www.nacfconference.org/Home/ 

Your CF Team Members:
Dr. Monica Paulo
Dr. Jane Grorud 
Dr. Parveen Wahab
Deb Fueller FNPc
Heidi Reiter FNPc
Leanne Saville PharmD
Stephanie Friedt RRT.RPFT
Amber Burck, LPN
Samantha Snow, RDN, LRD
Christina Bond, LMSW

The CFF has also provided up to $15.9 million in additional funding to Eloxx Pharmaceuticals Inc. to expand clinical studies of ELX-
02, a potential therapy for people with CF who have nonsense mutations. The new funding will enable Eloxx to expand its studies 
to determine whether the combination of ELX-02 with a CFTR modulator results in increased effectiveness over ELX-02 alone.

Several clinical trials for CF genetic therapies either are already underway or are scheduled to begin in the next 18 months. One 
gene therapy trial that has already started is sponsored by 4D Molecular Therapeutics. The early-stage clinical trial, which the 
Foundation helped fund, is for 4D’s potential gene therapy for people with CF who are ineligible for or unable to tolerate 
modulators. To learn more about genetic therapies and upcoming clinical trial, please visit cff.org

Path to a Cure Continued

Pulmonary Rehab
Pulmonary rehabilitation (PR) is a supervised outpatient medical program that helps people who have lung diseases, such as 
chronic obstructive pulmonary disease (COPD), live and breathe better. The program teaches exercises and breathing techniques 
that can help strengthen muscles and improve lung function. This in turn can help you feel better, allow you to do more everyday 
activities, and improve your quality of life. Participating in PR may even decrease the need for hospital visits. PR classes are 
available at clinics and hospitals, such as CHI St. Alexius Health. The first step in participating in a PR class is to first obtain a referral 
from a physician. The cost to you for the program depends on your insurance. Insurance may cover PR classes if you meet certain 
requirements. The PR program coordinator can tell you if you qualify and what the cost to you will be.

If you are interested in participating in a PR class, please visit https://www.chistalexiushealth.org/bismarck/facilities/pulmonary-
rehabilitation or call 701-530-8530 for more information about available pulmonary rehab classes at CHI St. Alexius Health.

Pictures of the Pulmonary Rehab center at CHI St. Alexius Health


