March 21, 2014

To: Members of the Senate Finance Committee

Re: Complex Behavior Collaborative—request for funding ($525,000 GF/MH)

From: Jennifer Weinlaeder, Juneau parent of child receiving services from CBC

I’d like to share how the Complex Behavior Collaborative (CBC) benefits our family. 

My husband and I have lived in SE Alaska for 30 years, 18 of them at a remote salmon hatchery near Sitka. We adopted our son at three days old and raised him at a NOAA research field station. We did not know he experienced autism until he was nearly nine. What we did know: parenting him was challenging because he had so many confusing and unexpected behaviors.

Our son is now 14 and we’ve moved to Juneau. His differences from age peers can be conspicuous because of his delayed development. When he was younger all kids had meltdowns. He struggles with brain functions like reasoning, making inferences, understanding time, sequencing, understanding cause & effect, emotional regulation and especially understanding that other people have thoughts and feelings distinct from his own. “Theory of Mind” is a lagging skill for him. If it were secure he would comprehend that people have reactions to what he says and does—and that they have comfortable or uncomfortable thoughts about him, based on how well he follows intuitive (hidden to him) rules for socially acceptable behavior. His ability to function successfully depends on his understanding of the hidden rules.

Parenting a child with neurological differences is not intuitive. The CBC gives us access to a master’s level, board-certified behavior analyst (BCBA) from Anchorage. There are none in Juneau. She has experience with children on the spectrum and has been working with our family since August 2013. She’s teaching us an approach that reduces meltdowns, threats of self-harm, and threats of harm to others, property damage, arguments, anxiety and stress. It’s not a fast or easy process but the trend is positive. 

Information processing is complex. I heard a respected occupational therapist say it is amazing how little most of us think about how our mind works. Ross Greene, Harvard psychologist, writes in his book, The Explosive Child, “Kids do well if they can,” not “Kids do well if they want to.” Improved behavior is not a simple matter of motivation.

As an aside, I am in Minnesota today, visiting a beloved aunt recently diagnosed with a brain tumor. It is interesting how her loss of frontal lobe functioning corresponds with some of our son’s behaviors like difficulty with reasoning, holding an idea in memory until it is stored, problem solving, understanding time, etc. It reinforces, for me, that our son’s challenging behavior is neurologically based. We need to understand the link between complex behavior and the brain.

Thank you for including the Complex Behavior Collaborative in the Senate budget. I appreciate the work of this committee. 

