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 Further introductioné 

Å Parent of a young adult with complex health needs  

Å Background in marketing and media  

ÅFormer corporate trainer  

ÅFormer Director of Coloradoõs Medical Home Initiative 

ÅNational expert on healthcare transition, triple aim 

principles, patient/family centered care  

 

 

 





Staying open to Yes!  



150 Seizures a Day  

 

 



Protection became isolation  

 

 



Searching for answersé 



On any ordinary dayé 



 

 



The Triple Aim   



Patient & Family Centered 

Care  
 

The AAP Policy Statement on Patient and Family 

Centered Care ï February 2012 

 

   ñPatient and family centered care is an innovative 

approach to the planning, delivery, and evaluation 

of health care that is grounded in a mutually 

beneficial partnership among patients, families, 

and providers that recognizes the importance of 

the family in the patientôs life.ò 



Value of Family Engagement  

  òIn a growing number of instances where truly 

stunning levels of improvement have been 

achievedé.Leaders of these organizations often 

cite that putting patients and families in a position 

of real power and influence, using their wisdom 

and experience to redesign and improve care 

systems ð as being the single most powerful 

transformational change in history.ó  

 

 

 

Reinertsen, J.L., Bisagnano, M & Pugh, M. Seven Leadership Leverage Points for 

Organizational Level Improvement in Health Care.  2nd Edition, IHI 

InnovationSeries, 2008. 

  



Value of Family Engagement  

òWe envision patients as essential and 

respected partners in their own care 

and in the design and execution of all 

aspects of healthcare.ó  

 

 

 

Leape, L., Berwick, D., Clancy, C., & Conway, J., et al. (2009). Transforming 

healthcare: A Safety Imperative, BMJõs Quality and Safety in Health 

Care . 

  



Medical Home Approach  
Family-centered, Team-oriented Care  



Beyond the Exam Room  
 

Å Partnerships from the Exam Room to                

the Board Room.  

Å What happens at the clinical level 

informs what should happen at the 

policy level.  

 



 

The #1 Area of Quality 

Improvement : 

Communication!  

 



Health Systems need a 

Communication Mechanism  

Families have valuable information to shareé 

how are you harvesting their insight?  





Families are a horizontal thread  

in a vertical system.  

Health  Healthcare  Insurance  

Care 

Coordination  



 The Short Bus  



The Bus Buddy Program  



Hollyõs Bus Buddy Program 



Embrace the Possibilities  

Sometimes the system places us in 

a fear-based state of mind. 

Vs. 

The young people were able to view 

the world through the lens of 

possibility. 

 



Peer support is foundational for 

successful transition.  
 

Å Successful transition is strongly tied 

to meaningful peer relationships. 

Å Transition is a process, not an event. 

 



So Whaté Now What? 





Myth Busting  

Fear -Based Thinking  Innovative  Thinking  

Families are complainers  Families bring informed solutions  

Donõt understand the business of 

healthcare  

They are business owners too.  

HIPPA regs  wonõt allow for this Trained Family  Leaders sign 

confidentiality statements like any other 

consultant  

FCC takes too much time  Efficiency  is increased  

Families are not available to participate  Develop contracts  for equitable pay  

The families we work with donõt care We havenõt tried hard enough 

 

 

 



We forgot to tell the community!  



 

Shift from servicing  families to 

partnering  with families.  



An intentional shift from a dependency 

model to a partnership model.  



You donõt know until you try! 



Progression of Family Leadership  



Progression of Family 

Leadership  



Progression of Family Leadership  



Progression of Family Leadership  



Progression of Family Leadership  



Value at All Levels  



Diversity Matters  
Expanding the roster of youth and family 

leaders assures a diverse perspective  



Readiness Factors for Health Systems  

 

Å Explore past history  

Å Are you ready for full transparency  

Å Leadership support in all directions  

Å Willingness to be flexible  

Å Your budget is your policy statement!  



Strategies to embed patients/families in 

quality improvement initiatives.  
 

 

 

ÅPatient Family Advisory Council ð 

consider: Evaluation data, strategic 

plan, staff  

ÅAlways co -present with a patient/family  

ÅConsistent trainings AND evaluations  

ÅEngage young adults  

 

 
  



A New Workforce   

The college graduates of the class of 

2010, are the first class in the history 

of our country to go through their 

entire public education alongside 

their peers with disabilities!  



The Next Generation of Leaders!  

. 



Can you grasp the significance?  

. 



24 Years Old and Still Tryingé. 

Å Left pediatric practice at age 19  

Å Went to a new health system  

Å Completed the ñTime to Transition Workbookò 

Å Requested ample time at clinic visit 

Å Sent  back to peds 



24 yr old  

Young Adult  

& Family  
Gyn 

Therapy  

Siblings    Rec 

   DD Primary  

Care 

Hosp 

Neuro  

Social 

Services 

Home 

Health Social 

Canceled Due to Hospital Policy  



Weõve come a long way! 



Creating a meaningful life for Holly 

requires teamwork, communication  

and community.  



Supported Communication -  

Å ñI think your daughter has literacy skills.ò 

Å Intensive therapy 

Å Transformative 

Å Perseverance 

 


