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A nurse’s path starts
with a patient’s story...
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EMBED INTO CF CARE
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Different Perspectives...

Typical Day when working:
6 10 am - Wake up
620 am - Boil Water for Sinus Rinse. Make Tea or other beverage, Gather Nebulizers and Inhaled Medications
6:30 am - 6:40 am - Inhale Albuterol (bronchodilator) wa Nebulizer while strapped into The VEST (high frequency chest com
6.40 am - 7.00 am - Inhale 7% Hypertomc Saline via Nebulizer while still doing The VEST

g : & 700 am - 7:10 am - Inhale Pulmozyme via Nebulizer while still doing The VEST
I Medmnon 7 710 am - 7:30 am - Complete VEST treatment and Inhale Tob: antibiotic via Nebulizer

7:30 am - 7:45 am - Prepare and do 8 oz hypertonic saline sinus rinse w/ baby shampoo in each nostril

Mﬂﬂ ‘m) ‘2-5 ml.’ 3 745 am - 815 am - Shower, Get Dressed and Ready for Work
10 8.15 am - 825 am - Make tea, pack breakfast (sometimes lunch as well) and snacks/drinks for the day
om m ’m 1 8:25 am - 8:30 am - Inhale Advasr steroid, Inhale Sperva, Squirt Nasonex in each nostnl
. 12 8.30 am - 900 am - Commute to work
ChOIeCGICIferOI 25 'JCG (1000 UT) CHE‘V 13 900 am - Armve at work. (1 am often late due to coughing fits while trying to shower or get dressed. or | fail asleep during
9.15 am - Eat breakfast at desk. Requires taking pancreatic enzymes. insulin (and checking blood sugar two hours after), :
dornase alpha (PUL'-!OZY’-'E) 1 MGJ’ML 1 12:00 pm - Eat lunch at desk. Requires taking pancreatic enzymes. insulin {and checling blood sugar two hours after). as
- 3 16 3:00 am - Eat afterncon snack Requires taking pancreatic enzymes, and msulin if high carb
nebulllel’ SOIU“O“ 17 500 pm - i arthritis is flaring up. take tylenol or percocet to allow me to do effective airway clearance (exercise and chest p
- - - E 1 6:30 pm - Leave work, and drve to my mom’s house for airway clearance - exercise and chest physical therapy (This is off
'-‘Ultlp'e Vitamins-Minerals (DEKAS 19 6545 pm - 7.45 pm - Exercise. walking. aerobics. pilates, yoga. or strength training with light weights - depending on my tol
PLU S) CHE\V 20 recent hemoptysis episode. sometimes cannot tolerate high impact aerobics). always with frequent stops to cou
7.45 pm - 8 30 pm - My mom performs manual chest physical therapy while | huff cough and use other clearance techmnique
- - 22 830 pm - Drve back home
pancre“pase, hp'prot-amyl, (CREON) 9.00 pm - Eat dinner prepared by my husband, or take out. Requires taking pancreatic enzymes, insulin (and checking bio
12000 Units CpEp 24 920 pm - Rest (read. watch tv. email. computer) - need to take a break between dinner and evening treatment in order to nc
25 940 pm - Clean all nebulizers and sinus nnse bottles (requires dis-assembling all nebulizer parts, washing in hot scapy wat
& 10.00 pm - Gather Nebulizers and Inhaled Medications
polyethyle ne glycol (MlRALAX) 17 g 27 10:00 pm - 10:10 pm - inhale Albuterol (bronchodilator) via Nebulizer while strapped into The VEST (high frequency chest cc
acket 3 1 10.10 pm - 10:30 pm - Inhale 7% Hypertonic Saline vwa Nebulizer while still doing The VEST
p 9 110:30 pm - 10:40 pm - Inhale Pulmozyme via Nebulizer while still doing The VEST

. " 0 1040 pm - 11.00 pm - Compiete VEST treatment while huff coughing or other asrway clearance techmques
sodium chloride, Inhalant, (HYPER-SAL) -1 1100 om - 1120 om - inhale Tobi antibiotic wa Nebulizer v
7 .’. "EBU i2 1120 pm - 11 30 pm - Inhale Advair steroid. Squart Nasonex in each nostnl
i3 1130 pm - Light snack before bed, take bedtime pills
12:00 pm - Go to bed




UVA Routine CF Follow up Visit Process Map
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Clinic RN: review PVP,

add DVP, vitals, rooming,

check for vaccines, labs,
port flush

F NP: health history
and PE, coordination of
care, referrals, diagnose

and treat, initial and
ongoing CF education,
coordinate transitions of
care, precept nursing
students, participate in
CF research

CF RN: coordination of
appointments/other
specialties, in btw visit
issues, home health
liaison, interface with
schools, ongoing patient
and family education,
acilitate transition

Clinic RT/CF RT- PFT,
sputum collection, in
clinic treatment/ review
home regimen, counsel
re: home spirometry, CF
registry, exercise
regimen

Sustaining B'’s
Care

CF pharmacy tech:
tracking rx and filling,
PA’s, patient assistance,
CF specific programs,
and rx issues

CF RD: healthy eating
behaviors, enzyme
dosing, vitamins,
supplements, bone
health, CF specific
programs

CF SW: mental health
screening, counseling re:
mental health issues,
financial assistance, CF
specific programs, setting
up therapy/finding best fit,
care transition

CF pharmacist:
monitoring drug dosing,
adherence and
interactions, side effects,
modulator eligibility and
safety, overview of
patient’s drug plan




Endocrinology
Gastroenterology
Teen Health
And
Psychology

Primary Care

Physician:
Vaccinations, well-child
visits, sports physicals

—

Patient and Family

Partners: Advisory
Board, CF Learning
Network, QI Leader

Ty

N

CYSTIC FIBROSIS
FOUNDATION

CF Foundation-
Local and National

Insurance
Companies/Patient
Assistance

Programs

Continuous Quality
Improvement

School Systems:
IEPs and 504 Plans,
Disability office

Inpatient Care
Teams/Adult CF
Care Team




