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Assessment:  The Parent Advisory Council (PAC) has played an integral role in our CF clinic 
for the past two years. Through our collaboration with PAC, it was decided that a parent 
resource notebook would be beneficial for parents to use for their child’s care. Successfully 
utilizing the parent resource notebook was hypothesized to allow parents to have all pertinent 
medical information and resources in one location.  

Interventions: The CF clinic team and PAC members collaborated in creating a parent 

resource notebook. The notebook consists of seven different sections: 1. Patient Information 2. 

Medical Records 3. Medication 4. Respiratory 5. Appointments 6. Specialty Doctors 7. CF 

resources. 

CF clinic educator provided a binder to caregivers during a follow-up CF clinic appointment. 

Currently 185 families have been provided with notebooks. We propose providing an online 

survey to assess frequency of use and helpfulness of resource binders. . Surveys will be 

presented during clinic or via email from June 15 to September 15, 2017 to allow an opportunity 

for all patient families who have received the Family Care Notebook to complete the survey.  

Survey Questions: Questions on the follow up survey include the following: acknowledgment 

of receipt of the notebook (yes/no), frequency of use (likert scale), reasons families do not use 

binders (multiple choice with open text), rank order of usefulness of sections (1 through 8), 

endorsement of version used (electronic, paper or both), frequency of reference to binder 

instead of calling clinic (likert scale), usefulness in organizing refills (likert scale), usefulness 

with airway clearance, respiratory care and/or cleaning nebulizers (likert scale), desire for 

additions to the binder (yes with free text space or no), and additional comments.  

Conclusion:  The PAC and CF clinic team has worked diligently in creating a positive, family 

informed partnership. The parent resource binder was created to aid in the communication 

between patients, families and the CF clinic team. We will provide the survey to the families that 

received the resource binder and analyze the data/feedback received. Our goal is to receive a 

60% response rate. Results of the survey will help the PAC and clinic team assess the 

effectiveness of the notebook, as well as to determine any necessary changes and next steps.  


