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Purpose and Overview

Purpose:

The purpose of the CF Family Advisory Council is to work together 
with the staff to advance the practice of family-centered care.  
Family-centered care is the belief that healthcare providers and 
families are partners working together to improve the quality of care 
for patients. This is accomplished by designing better programs, 
policies, and procedures that provide the best possible care and 
meet the needs of the CF patient and their families.

Council Overview:

ÁFormed in November 2007

ÁCurrently 7 parents, representing both CF care centers in Atlanta

ÁSocial Work liaisons from each care center

ÁMeet monthly with additional work as needed

ÁWritten expectations and responsibilities

ÁOpportunity to attend monthly staff meetings with healthcare team
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Completed Projects

ÁMagnets 

ÁCF Care Plan

ÁTaking CF to School

ÁHospital Guide

ÁGlossary of Terms and Procedures

ÁCF Website

ÁFamily Mentor Program

ÁCF Family Connection
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CF Care Plan

NEXT APPOINTMENTS

Recheck visit                 Date:                   Time:            

Quarterly visit                Date:                   Time:

MEDICATIONS

AIRWAY CLEARANCE
Å Review Pari compressor filter change annually

Å Replace Acapella annually

Å Replace AeroChamber annually

Å Replace nebulizer cups every 6 months    

 Vest          Frequency:          for          minutes, and

                                                for          minutes

                     Pressure:

                     Total minutes per treatment:

 Chest PT

 Acapella

 Huffing

 Exercise

NUTRITION
Pulmonary Recommendations: Today's weight: _________lbs_____oz   Percentile:_____

Previous weight:_________lbs_____oz

                + / - ________ lbs since last visit

Today's height:  ________ inches           Percentile:_____

Today's BMI/ Weight for length: _____________ Percentile 

                           ____RED High Risk - requires action

Changes to your medications today include:

                                                                    Rx given                            ____YELLOW At Risk - monitor carefully

                                                                   Rx given

ANNUAL TESTS                            ____GREEN Adequate - maintain status

(check if due next visit)

Last vitamin levels (___/___/___) 

Your weight goal for next visit is:

Your weight goal to reach the _______ percentile is:

GI/Nutrition Recommendations:

SOCIAL WORK
Referrals: 

Comments: 

CYSTIC FIBROSIS CARE PLAN
OPTIMIZING YOUR HEALTH

 Annual labs Date: Results: 

 OGTT Date: Results: 

 Chest X-ray Date: Results: 

 Exercise Test Date: Results: 

 Other:   
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Taking CF to School

 

   TAKING CF TO SCHOOL 
 
REQUEST A MEETING IN WRITING 
 
During the spring or summer before your child begins school, write a letter to the principal requesting a meeting.  
Use the following recommended wording: ñWe request a meeting to discuss educational accommodations for 
our CF child.ò  Request that the following people be present: 
Á Principal 
Á School nurse 
Á School counselor 
Á Nutrition director from the lunchroom 
Á All classroom and specialty teachers 

Make sure you request the meeting BEFORE the first day of school and that you give the principal a way to 
contact you with the date and time for the meeting. 

 
THE MEETING 
 
School Nurse Liaison 
You can go to the meeting alone or with a school nurse liaison.  The school nurse liaison is a hospital employee 
who will act as your childôs advocate in educating the school staff about CF and the needs of your child.  See 
your CF clinic social worker for school nurse liaison contact information. 

 
Tips for the meeting 
Á Be positive and friendly. 
Á Provide written CF information.  The CF clinic can provide you with excellent resources. 
Á Know that most educators want all students to succeed to the best of their ability. 
Á Know that CF may be a new topic for your childôs school staff. 
Á Learn about the legal plans before the meeting. (See below for information about these plans.) 

What if the meeting is not going well? 
Á Donôt sign anything.  Reschedule the meeting in order to get more information for educators. 
Á Send a written request for mediation to the school district superintendent. 
Á Going to a lawyer should be your last resort.  First, try the GA Advocacy Office (404-885-1234). 
 

THE LEGAL PLANS 
 
There are two (2) federal plans that you should be aware of ï IEP and 504 ï and most CF children in public 
school are covered under one or both.  You want to have at least one of these plans for your child.  Since you 
donôt want to start your school meeting with a confrontation, you should not ask for one of these plans at the 
beginning of the meeting.  Ideally, the school staff will suggest setting up the plan.  If not, you should request the 
legal paperwork.  A school nurse liaison who knows how to tactfully ask for the plan without offending the school 
staff will help you immensely.  Both plans require a note from your CF doctor.  Private schools are not legally 
required to follow either of these, but they will typically offer accommodations. 
 
Individual Education Plan (IEP)  
Á Comes from the Individuals with Disabilities Education Act (IDEA) Amendment of 1997. 
Á Funding statute that allows school districts to provide assistance to children whose disabilities affect 

their learning. 
Á Example: the federal government will pay for a homebound teacher when your child needs one. 

504 Plan  
Á Civil Rights law that protects the educational rights of children with disabilities who are ñnormal 
classroomò students. 

Á NO funding from the federal government. 
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Hospital Guide
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Glossary of Terms and Procedures

 

        GLOSSARY OF TERMS AND PROCEDURES 
 
 
Dear CF Caregiver: 
 
There may come a time during your childôs hospitalization when you feel left in the medical world 
dark.  This glossary includes abbreviations and technical terms you might hear from healthcare 
staff or see written on charts or prescriptions during the course of your childôs hospital stay.  
While this reference is here for your use, you should also feel at liberty to ask your doctor or other 
caregivers for explanations whenever you need them. 
 
-CF Family Advisory Council, Atlanta, GA 
 
 

Terms Commonly Associated with Hospitalization of Cystic Fibrosis Patients 
 

 
Acute:  a disease or condition which is sudden, severe and brief.  Not chronic.  Although CF is a chronic 
disease, it is often marked by acute episodes of infection or other clinical problems. 

 
Analgesic: A drug that relieves pain. 
 
Anesthesia: Loss of feeling or awareness. A local anesthetic causes loss of feeling in a part of the body. 
A general anesthetic puts the person to sleep. 
 
Anoxia:  The absence or lack of oxygen supply in the body. 
 
Apnea: Cessation of breathing lasting 20 seconds or longer; Also known as apneic episodes or apneic 
spells. The heart rate often slows with apnea; this is called bradycardia. The combination of apnea and 
bradycardia is often called an A&B spell. 
 
Aspergillus or Aspergillus Fumigatus: A fungus found in nature that can grow in the lungs. 
 
Aspiration: 1.The accidental sucking in of food particles or fluids into the lungs. 2. Removal of a sample 
of fluid and cells through a needle. 
 
Atelectasis: Partial or complete collapse of a previously expanded lung due to loss of air in air sacs. 
 
Blood Gas: A blood test used to evaluate the level of oxygen, carbon dioxide and acid. This test is 
significant because it helps to evaluate respiratory status. 
 
Bradycardia ("Brady"): An abnormally low heart rate. 
 
Bronchodilator:  Medication that dilates, or opens, bronchial tubes to allow freer breathing. 
 
Bronchoscopy:  Internal examination of the lungs by using an illuminated tube-like instrument 
(bronchoscope), which is inserted into the lungs through the throat, pharynx and trachea (windpipe).  It 
allows for direct examination of the interior of the bronchial tubes. 
 
Bronchospasm:  Tightening or contracting of muscles surrounding and supporting bronchial tubes, 
interfering with normal breathing and causing respiratory distress. 
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CF Website
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Family Mentor Program

 

Family Mentor Program  

Cystic Fibrosis   

 
What is the Family Mentor Program?  

The Family Mentor program matches families facing new or challenging medical experiences with trained, 
veteran parents. Mentors share information and coping skills to help families reduce stress and mange 
�W�K�H�L�U���F�K�L�O�G�¶�V���K�H�D�O�W�K���F�D�U�H in a positive way . Mentors are trained to provide support, modeling, suggestions 
and validation to families.  

Mentors are parents  �Z�K�R���K�D�Y�H���E�H�H�Q���L�G�H�Q�W�L�I�L�H�G���D�V���H�I�I�H�F�W�L�Y�H���P�D�Q�D�J�H�U�V���R�I���W�K�H�L�U���R�Z�Q���F�K�L�O�G�¶�V���K�H�D�O�W�K�F�D�U�H����
Mentors are required to complete the following:  
¶ Submit an application and lett er of support from the healthcare provider most familiar with their 

�F�K�L�O�G�¶�V���F�D�U�H 
¶ Interv iew with F amily Mentor Program c ommittee members  
¶ Become a Hospital V olunteer  through Volunteer Services �± submit  application, complete 

background check, health screen , and orientation  
¶ Attend a Family Mentor training session  

Who can receive Family Mentor services?  

�7�K�H���)�D�P�L�O�\���0�H�Q�W�R�U���S�U�R�J�U�D�P���L�V���E�H�L�Q�J���S�L�O�R�W�H�G���L�Q���W�K�U�H�H���D�U�H�D�V�����W�K�H���&�K�L�O�G�U�H�Q�¶�V���6�L�E�O�H�\���+�H�D�U�W���&�H�Q�W�H�U���D�W���(�J�O�H�V�W�R�Q��
and the Cystic Fibrosis clinic and NICU at Scottish Rite. The Family Mentor Program will be expanding to 
additional service areas in 2010.  

Currently,  families of children who are treated in the service areas listed above are eligible for mentor 
services. Families may benefit from a mentor if th e child is newly diagnosed, the family is  experiencing 
�F�K�D�O�O�H�Q�J�H�V���L�Q���F�R�S�L�Q�J���Z�L�W�K���W�K�H���F�K�L�O�G�¶�V���P�H�G�L�F�D�O���F�R�Q�G�L�W�L�R�Q, or they simply want to speak with someone in a 
similar situation.  

Mentors may talk with families about:  
¶ Coordinating family life before, during and after  hospitalization  
¶ Obtaining and managing information during hospitalization  
¶ Parenting in a hospital setting  
¶ Managing medical care at home  
¶ Coping strategies  

How can I refer a family for Mentor  services?  

If you have identified a family who may benefit from having a Me ntor, please contact the  Family Mentor 
Program liaison  in your area.  

After the referral has been mad e, the liaison  will  contact the family to further explain the Family Mentor 
Program and make an appropriate match.  

For more information or to make a referral, please contact:  
 
Amy Shipp  
(404) 785 -4447  
amy.shipp@choa.org  
 


