The UPMC for You RWJ-UPMC High Value Care for Kids Project sought input as it implements Consumer Directed Accounts and practice-based care coordination.  The Project wanted to learn about the challenges families have experienced in obtaining goods and services that help them care for their children with complex health care needs at home. Parents generously contributed their time and engaged in rich, frank discussion.  A group of teens and young adults also offered suggestions for the CDA aspect of the project.
While each child’s diagnosis differed, all were involved with multiple specialists and required high levels of care.   Parents reported common challenges in their interactions with insurance providers for non-urgent, out-of-hospital needs.  While they valued and relied upon what insurance can provide, they were frustrated by the complexity, rigidity and delays they face when seeking what their children need.  There was no systematic way for them to learn about things that might help their children and some decisions to deny or remove services or supports did not make sense.  They generally experienced the system as operating without sufficient consideration of the wide variance in child functioning, associated needs and family context
Parent participants were devoted to their children’s health, comfort, growth and well-being. They made many adjustments so their children could be at home, alert, engaged and as much a part of family and community life as possible.  They reduced their income or worked opposite shifts so as to be with their child.  They mastered the details of their child’s care, from being able to “puree anything” to figuring out the nuances of medication schedules.  They interacted with multiple specialists and a wide range of resources amidst a disjointed system to piece together those things that will help their children.  They paid out-of-pocket for all significant hidden costs associated with their child’s care, from purchasing extra cleaning supplies to paying higher utility bills.  For many, sleep was often disrupted by the sounds of the equipment and alarms that keep their children alive, or the need to reposition their children periodically to avoid skin breakdown.   They did all this while maintaining homes, raising children and pursuing normal lives.  To them, the manner in which the system worked did not allow for individualized, tailored, timely options that would better fit the specific circumstances of each child and family.  Rather, families felt called upon to shape themselves and their requests to fit system requirements. For them, there was little evidence of appreciating parent expertise about their child, the family experience and the impact each approval or denial.  

In many ways, the discussion reflected a sense that decisions were made about or for families, rather than with them.  They had little influence in determining much of the what-and-how resources for their child may be used.   For example, they had no control over scheduling allotted in-home nursing hours and could not plan or adjust schedules as needed, to better fit the fluid nature of family life.  They could not obtain items to prevent illnesses that experience told them would occur.  Insurance providers were referred to as “they” or “them”, and parents found themselves trying to decipher the rules behind how things worked.   This lack of partnership contributed to feelings of uncertainty about the availability and security of resources.  Because system rules were unclear, parents did what they learned through experience and the advice of others to do what they believed could help them get and protect what they needed.   Improved transparency, dialogue and partnership could ease parental stress and lead to a better use of resources.  

Parents, young adults and teens resonated with the concept of consumer directed accounts.  CDAs by design have the potential to address many of the barriers described above.  CDAs recognize the expertise consumers have in understanding their health conditions and what could make a difference.  They could purchase items or services to address current concerns or prevent future ones.  CDAs allow for the purchases of items beyond those available from medical service agencies or supply companies.  Purchases are by nature individualized as parents and patients would be in control over purchase decisions. Delays in acquiring them would be minimized.  Parents wanted to work with a guide in the determining how best to use CDA resources. They recognized that they are not fully aware of what is available and what might be helpful.  They wanted to partner with someone who is well informed about costs and resources and who can help a family anticipate future needs.  They were eager to engage in looking at expenses, resources and finding savings, but suggested that each person would have a different skill set with this, and that there should be accountability, checks and balances.  Parents recognized the high costs associated with their child’s care needs and many offered creative ideas as to how to better use available resources.  They offered examples of savings that could be found through changes in their purchases (should expanded options of purchase-able items be possible) and identified areas where they savings could be found by changes in system processes and procedures.  

Parents wanted care coordinators who were more engaged with their families and responsive to their needs.  It mattered less where this person was located and more that they had the role flexibility to be responsive, experiences that could help inform families about current options and future needs and connections to other families and a wide range of resources.   Parents wanted to plan for future needs, recognizing that their child will grow, get older, and transition to adult care.  However, they did not want to engage in another time consuming process that makes demands on themselves and their children.  A care coordinator who has a long term view and can engage with families through various means over time could offer assistance with this.  
The RWJ-UPMC ideas and participant suggestions are consistent with the move in pediatrics towards increase partnership with families.  Enhanced consumer control over care and services has been shown to have considerable, favorable effects on unmet needs, satisfaction with care, and quality of life.  
Qualitative initiatives are designed to raise the range and variety of areas of interest rather than to determine generalizable conclusions and contributors to these discussions were not randomly chosen.  However, the input provided by them are consistent with other findings
  and have compelling considerations for the Project at hand.  

Thanks to contributors: 

You have to treat the families, the caregivers, all of them, as a regular family that has a special need…. So we need to put, to give this family a decent life.  We’re not asking for more than what the needs of life is. ..  Just a life...
You have to make caring for your child part of your life and not your life.  And in order to do that, you need support from all different directions.  Financial, educational, social, emotional …
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