
CF Parent Advisory Council 



Who? 

 We are a group of concerned parents 
whose children receive care from the 
Stanford CF Center who work in 
partnership with members of the 
pediatric CF Clinic Care Team to 
provide the highest quality of care and 
service to patients and families. 

 



Who Specifically? 

Parents: 

Linda Burks 

Sandy Schumacher 

Siri Vaeth 

 

CF Team: 

Carlos Milla, MD 

Mary Helmers, RN 

Colleen Dunn, RRT 

Kristin Shelton, RRT 

Zoe Davies, NP 



The FCC Model 

The CF Parent Advisory Council is part of the Department of Family 
Centered Care at LPCH. From the LPCH website: 

 

Family Members Are a Central Part of Our Health Care Team 

Lucile Packard Children’s Hospital provides a unique approach to 
medical care called “family-centered care.” At the heart of family-
centered care is the belief that when families work in partnership with 
their health care team, the child receives the best possible care. 

 

Members of the Council go through a detailed intake and training 
process in order to participate, and can serve on the hospital-wide 
Family Advisory Council. 

QuickTime™ and a
TI FF (Uncompressed)  decom pressor

are needed t o see t his pict ur e.

 



What Do We Do? 

  Since its inception, 

the group has 
spearheaded many 
projects which 
include: 

 Providing input for 
the Transition 
Guide for teens;  

 Mentoring other 
parents; 

 Developing support 
materials: 
Supporting Loved 
Ones: A Guide for 
Family and Friends,  



Infection Control Brochure 

 

The Advisory Council 
worked with the CF 
Care Team to 
develop the 
Infection Control 
Brochure.  

Parents and members 
of the Care Team 
brought their 
concerns and 
prospective 
solutions to the 
table.  

 



Other Past Projects 

 Provision of social 
support events for 
parents of newly 
diagnosed children;  

 Presentation of a class 
for parents of newly 
diagnosed children;  

 Provision of input for 
Family Survey;  

 Review of  CF Center 
Website content and 
provision of input for 
updated site; 

 Sharing of parental 
input during CFF site 
visit. 



 
 What Are We Working On Now? 

 

 - Monitor the website for 

content, and work with Care 

Team to direct people to the site 

for information and surveys 

http://cfcenter.stanford.edu/; 

- Address issues/unmet 

needs of teens; 

- Address unmet needs of 

the Center’s Spanish-Speaking 

patients and families; 

- Develop support services 

for newly diagnosed families; 

http://cfcenter.stanford.edu/


 
 

 - Share strategies to increase participation in clinical trials; 

- Work with Adult Advisory Council to share knowledge and 

 to address transition issues for teens/young adults; 

- Advise Lindsey on social support programs for families; 

- Develop Peer Mentoring; 

- Increase participation & expand family input to the CF  

 Center.  

 

What We Are Working On Now (cont.) 



The Power of Parental Participation 

 

 We need to hear from parents! 

 Please explore the website and take the surveys 
(http://cfcenter.stanford.edu/). 

 We are seeking to expand participation, and seeking creative 
ways to facilitate this. 

 Questions? Email Siri: svaeth@lpch.org 

http://cfcenter.stanford.edu/


Thank you! 



Adult CF Advisory Council 
ACFAC 

Kriss Benson, Chair 










