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Case Roots for Small Group Discussions  
Notes from the Discussion of these cases are posted at:  http://www.aucd.org/itac/detail/event.cfm?event_id=3550 
QUALITY CASES
Case Study 1

Many of the primary care physicians, through quality improvement, are now using the M-CHAT to screen young children for ASD, but there is only one interdisciplinary clinic for assessing young children for autism to identify them for early intervention services.  What can be done with limited resources to address the issue?

Case Study 2

The state early intervention program, which provides a home-based program once a week that has worked well for most children with developmental delay, finds itself with a model that is not adequate for young children with ASD.  What kind of services can be developed that better address this issue?

Case Study 3

Despite the availability of research on evidence-based interventions for children with ASD, many human service and educational providers are unaware of the importance of using evidence-based practices and/or have little formal training in implementing them in their programs.  The typical approach to addressing this gap is to send staff to training or to hire consultants to address the needs of specific children.  However, these approaches often do not result in staff being able to implement interventions with fidelity.  A training and coaching model of professional development built on principles of implementation science may result in much better outcomes. Core components include targeted selection of staff, pre-service and in-service training, ongoing coaching, staff performance evaluation, use of data to support decision making, facilitative administrative support and intervention at the system level.  Think about how you might use this model to enhance professional development efforts and improve outcomes in programs in your state.

Case Study 4

A federal grant has supported a demonstration project that resulted in positive outcomes for children with ASD, but funding is expiring.  How might you use data on the positive outcomes to find resources or partners to continue and spread your model?  Give examples of successful strategies in your state.

Case Study 5

With the increasing reported prevalence of autism spectrum disorders (ASD) and public and professional worries about missing a diagnosis, our ASD Clinic has become overwhelmed with referrals.  Early identification is important so that intervention can be initiated, but we are having problems meeting the demand for our multidisciplinary model.  We don’t want to decrease the quality of our evaluations, but we are also concerned that our limited resources are not available for those in greatest need of these services.  How can we provide every child with the care that she or he needs? What novel resources, care models or technologies could be used to extend our reach?

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?
Case Study 8

Since the start of our Family Navigation study, 221 families have been “eligible” to participate in the study. The study is open to parents who speak English, Spanish, Haitian Creole, Portuguese, Somali, Vietnamese, or Chinese; only 2 families were ineligible because they speak a language not mentioned above. This is a voluntary study, and 60 families have chosen not to participate. Families can decline at any point, including the first point of contact when first told about the study by their medical provider (n=39), or when contacted by the research assistant (n=21). While we do not track reasons for refusals, it is not uncommon for our most vulnerable families to fall into this category. For example, families have told us that they cannot participate in our study because they were:

1) Homeless/Living in a shelter/Being evicting from their home

2) Facing potential deportation

3) Unable to take more time off of work or they would be fired

4) Dealing with another child with more “acute” medical needs

5) Involved in legal custody hearings

6) Not accepting of the diagnosis/not interested in obtaining services

7) Generally overwhelmed/stressed

8) Mistrust in the goals and role of research

How can we improve access and facilitate participation for these vulnerable families and their children? Who should be the most appropriate first point-of-contact to explain the study?

Case Study 9

Over the past five years Maine has made great strides at educating and compelling pediatricians to implement universal screening for autism and other developmental disorders.  While the results of this effort are positive and thousands of children are now being screened about 40% of children are cared for by family practice or general practice doctors.  It has been much harder to capture the attention of general physicians.  Doctors are regularly asked to change their practice and screen for another medical condition and children are often not the majority of their practice.  How can we educate and compel family practitioners to also begin screening?  While there is a family practice organization, it is not nearly as tight a group as the American Academy of Pediatrics chapter.  Have you had any success in encouraging general practitioners to implement universal screenings?  What partnerships or additional strategies might we try?

Case Study 12

A young toddler with autism (2 years, 10 months old) lives in an ethnically diverse major metro area. Both parents work full time. They are diligent in meeting all the well-child visits at the local health clinic, always receiving a clean bill of health. The child has a few words, but limited language skills. He has been asked to leave two daycare settings because of aggressive behavior. At home, and in the neighborhood, the child plays alone, complacent and seeming to ignore other children at play.  At Sunday school, the teacher questions the parents why he is so quiet. He throws a tantrum every time he goes to the barber for a trim.  The parents have concerns that their child doesn’t seem to “fit in” and have shared this with close friends at their church. Many opportunities are being missed, across multiple settings, for this family to get the information and support they need to assist in their child’s social/communication development and improve success in engaging with family and peers. How can we maximize the possibility of everyone in the child’s environment (teachers, therapists, bus driver, neighbors, child care providers, community church members, etc.) understanding the child’s autism and the multiple interventions that can support this critical skill development?

Case Study 15

Systems Change activities can be similar - like running a marathon. Most of the goals are long term and a series of strategic steps need to be taken in order to achieve the ultimate objective. This can be quite challenging when the State administration turns over and, mid race, the people you have cultivated relationships with are gone and to keep moving towards the goal you need to achieve buy-in all over again. Share some strategies that you have had to attract new staff to the cause.  What are barriers you have overcome? How?

Case Study 18

A study announced May 1, 2013, and published in the “Journal of Autism and Developmental Disorders” reports that the social struggles of young people with autism are far more pronounced than those of other disability groups. Study findings over a year concluded that nearly 40% of youth with autism never met with friends, 50% never received phone calls or invitations to activities, and 28% were socially isolated without any social contact (Orsmond, Shattuck, Cooper, Sterzing, & Anderson, 2013).  Multiple agencies and service systems touch the lives of individuals with autism, across the lifespan and across settings. Many opportunities exist through early intervention, preschool, school, and beyond to address the social/communication needs of individuals with autism. Yet, these study results suggest that we are missing the mark and a more targeted focus is needed in this critical area. How do we integrate and implement a statewide social/communication emphasis in policy development across service systems over the lifespan? 

