FAQs for Autism Testing & Privacy
I want to get tested for autism, but I don’t want to be part of a national registry. Will this happen if I am diagnosed? 
No. While there are some states that have existing mandatory autism registries that collect de-identified data following autism diagnosis, Michigan is not one of those states. The National Institute of Health (NIH) has proposed using data from Medicaid/Medicare insurance claims and exiting databases such as: https://nda.nih.gov/
Additionally, a diagnosis is protected health information (PHI), and it would be illegal to disclose this information unless there was imminent threat to public health or safety: https://www.hhs.gov/sites/default/files/privacysummary.pdf
If I use my insurance, will they know if I am diagnosed with autism?
Not necessarily. Each encounter with a clinician must be billed under a diagnosis. Common diagnoses used include: Generalized Anxiety Disorder (F41.1), Persistent Depressive Disorder (F34.1), Adjustment Disorder Unspecified (F43.20). If an individual meets criteria for autism and receives a diagnosis, this will be written on a results summary/report that is a separate document (PDF) for the client and only those who the client has authorized to access it (e.g., doctor, family member, therapist). It is extremely rare, but in the event that the client’s insurance company audits the record, insurance could request proof of assessment, meaning the written results/report. However, they would not be authorized to share this information with any further parties under HIPAA. 
Will the government have access to my testing data and personal information? 
No. Testing data is kept separate from any claims that are submitted to insurance. The exception to this would be the written report as explained above, but this does not include raw data and is rather a detailed summary of findings and clinical impressions. 
Can’t the government easily hack medical records systems? 
Unlikely. Hope and Wholeness Psychology Center uses a secure, electronic health record system that is separate from other systems that you use at your primary care doctor, emergency department, etc. Our electronic health record system is not run by an insurance company or government agency, and we are bound by patient privacy laws and would not disclose unauthorized data. 
I’m still not sure I trust insurance companies to protect my data. What is the safest way to proceed? 
Private pay. If a client is reluctant to continue due to privacy concerns, private pay provides the option to not submit any claim to insurance that has a diagnosis of any kind attached. Records are stored in a secure electronic health record system but not shared without client consent. 
The bottom line: Unless you are a client with Medicaid or Medicare who is actively in treatment that bills under Autistic Disorder (F84.0) for service coverage (e.g., ABA therapy, intensive speech therapy), the likelihood of your de-identified autism diagnosis being shared is extremely low, with an identified diagnosis being an even lower likelihood. 
