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Quality – Discussion Group Summary
	Case Study 6


Many of our families report chronic problems with sleep or GI issues.  We provide them with recommendations and sometimes even manage the problems, although we are a subspecialty program for developmental disorders and not a primary care program.  Often these families return for their next follow-up visit several months later and we find that there has been no improvement.  Frequently the family reports having seen no improvement within two weeks of their last visit but we have had no contact with them, and no opportunity to make changes in the treatment plan.  What practices have you put in place to deal with these situations?  How can we maintain contact with our low income families who move frequently or are otherwise difficult to reach?


Outline and determine the problem.

· It could be a problem if the family has difficulty following through.
· The patient’s lack of empowerment (I don’t want to “bother team, language, cultural barriers, understanding information/health literacy), phone or internet access, social/economic factors/barriers (transportation, work, child care) and communication could all be barriers.

· Access is an issue.
· There is no model for ongoing follow-up, creating an inability to keep current information.

· There needs to be institutional support.
· Family centered care should be a focus. 
· The medical home model only works when services are available in the community.

· There may be a need to realign resources.
· Systems barriers are problematic (e.g., availability of appointments, need for referrals, etc.).
· There is low incentive for service systems to develop coordination (i.e., no insurance reimbursement).
· There are issues with subspecialty providers managing primary care problems, so communication with the PCP may help.
Brainstorm new or existing approaches that could be used to help address this problem. 
· Tailor the importance and provide education on the importance of intervention to the family and note the preferred learning method; be mindful of the language used.
· Explore technology and other communication strategies to support intervention and provide feedback and ensure that families know the methods for follow-up (e.g., certified letters, magnets with contact information, texting, email, Facebook to contact/maintain communication, patient portal, etc.). Also, reinforce importance of follow-up and offer different levels of people to call (e.g., nurses, other staff that the family may be more likely to contact).

· Case management model – assist patients with how to follow-up
· How can parents show improvement? Make it simple for families to report data, such as providing parents with a diary.

· Address the care coordination process across systems. Use medical homes to improve family and provider communication; include more use of parent partners to bridge this gap and use parent partners to improve family advocacy.
· During follow-up, bring the family partner in to relay an analysis of the problem.
· Use a “community broker model.” 
· Parents could be the cultural brokers.

· Train parents in the care center, which could improve the connection (RI did this). Parents should be trained to implement the treatment; include weekly fidelity checks (e.g., 1 wk, 2 wks, 12 wks, etc.) and provide parents with the opportunity to explain what is going on. A pre/post assessment could also be used. 
· Use an electronic medical record and consider adding a template that parents could use for reporting.
· It may be difficult for families to report failure; are parents comfortable saying the protocol doesn’t work. It could be helpful to normalize the process (e.g., 100% success isn’t required).
· Provide a questionnaire at the first visit and use this as baseline. 
· It is helpful to develop relationships and trust with the families or a family member. Maintain contact by phone, Skype, email or whatever will work best.
· Think about teaming with families for research, such as conducting research on whether underserved families paired with a trained parent are able to follow-up on treatment recommendations or conducting research on strategies for promoting family comfortability with the protocol. 

· Address issues and fears families may have (e.g., the possibility of undocumented families).

· Attend to the family’s culture and use cultural reciprocity with families. 
· Address families concerns about privacy. 

· Obtain reimbursement to providers for care over the phone and coordination.
· Shift hours of availability as typical office hours may not work for some families. 
· Provide home-based services.
Explore and clarify the problem. Discuss which approaches may be the most feasible and effective for addressing the problem.
· Implement continuous quality improvement; include family members on follow-up teams.
· Develop a protocol regarding what the follow-up team needs to do.
· Educate parents on the connection between GI issues and behavior to improve adherence.
· Allow flexibility with reporting.

· Obtain assistance from Title V to provide PCP support. 

· Consider use of a cultural broker. Understand the potential cultural disconnect between the health care provider and the family. Develop trust. 

· Share resources broadly. 

· Provide home-based services/coordination/navigators as it may not be feasible for the family to be at home at specific times.
· Incorporate the use of a parent training information center and possibly parent navigators (AK did this; funded by DOE, HHS).
· Target resources to areas in most need of support (e.g., time of diagnosis, transitions, etc.).
· Send families a scheduled appointment; this would eliminate the step of them having to schedule – they would only have to call to reschedule. Or, develop a system so referrals will contact patients rather than expecting patients to contact them.
· There needs to be communication between the PCP and subspecialist to clarify issues such as who will manage what consultation form, family priority versus medical priority, etc.
· Keep health literacy in mind and include a variety of modes of information (e.g., written, verbal, visual, translated).
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