


The Face of CF



CF requires multidisciplinary care
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The Scope of the Problem

In 1996, The CF Foundation recommended that all CF Centers

transition at least 90% of their patients aged ≥21 years to adult

providers.

*



The New Faces of CF



Transition: A period or process of 

changing from one state or condition 

to another
• Barriers

» Logistics

» Parents not “letting go”

» Concerns over quality of care and poor 

communication

» Family-focused care limits education, 

independence, and self-management skills for 

the adolescent

• Consequence

» Patients not seeking care until a serious 

problem arises



Project Aim

To improve the CF transition process at UNC by

creating a sustainable, streamlined, systematic

approach to transition for patients beginning

early in adolescence and extending to the hand

off to adult clinic (age >=18). We expect this will

improve health literacy among patients, reduce

the number of delayed CF transitions, and

improve patient and provider satisfaction.



Know your 5 P’s

Percent of Eligible Patients Transferred



Process Flow Map
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CF R.I.S.E.

LUNG HEALTH & 

AIRWAY CLEARANCE 11 Assessment Topics

• CF Liver Disease (CFLD)

• CF-Related Diabetes (CFRD)

• College & Work

• Equipment Maintenance & Infection 
Control

• Sexual Health

• General CF Health

• Insurance & Financial

• Lifestyle

• Lung Health & Airway Clearance

• Pancreatic Insufficiency & Nutrition

• Screening & Prevention

CF R.I.S.E. was developed in collaboration with a multidisciplinary team of CF experts and is sponsored by 

Gilead. 
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Flow Chart for Patient Transition
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A Patient’s Story

• Looking to live independently from parents

• Completed the CF R.I.S.E. insurance & 

finances knowledge module and set transition 

goals

• Patient: “I feel much better about living by 

myself now. It is the first time I really thought 

about the financial side of my disease”.

• Mother: “My mind is more at ease now. I feel 

better about letting my child go.”
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Spread Plan

• Institutionally

» Other chronic childhood diseases

• Pulmonary focus at first (asthma, PCD, etc.)

• Primary Care Provider

» Implementation toolkit and role descriptions

• Nationally

» CF R.I.S.E. for age range >10 

» ATS working group

» Got Transition and ACP Resources for 

Transition



Lessons Learned

• Program Champion(s)

• Institutional Buy-in

• Patient/family engagement

• Minimize work for others
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