IS GUARDIANSHIP THE BEST OPTION WHEN MY CHILD TURNS 18?
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This question came up at the most recent meeting of the Adult Issues Committee.  The mom of a 39-year-old man with Down syndrome shared her experience with a local hospital.  Her son needs a cornea transplant – a day surgery.  He went in for his pre-op tests the day before the scheduled surgery and no one raised any questions about his competence.  On the morning of the surgery, he was in an uncooperative mood – caused by hunger and nervousness.  To every question that was asked of him he responded, “I don’t know.”  His mom was there with him – as she had been on the previous day.  Soon after he had an IV inserted to dispense the pre-op medication, someone from the hospital’s administrative office arrived to tell the mom that the surgery was cancelled until she had guardianship documents.

I was appalled that the hospital denied this man treatment at the last minute – because he has Down syndrome.  My immediate (and emotional) response to this mom’s story was to get on my soapbox about how guardianship is restrictive and denies people with Down syndrome their basic civil rights.  I was definitely in the minority.  Most of the people at the meeting had chosen, for a variety of reasons, to secure legal guardianship of their adult child – or had made no decision about this complicated issue. 

Guardianship removes rights from a person with a disability and advocates for people with developmental disabilities assert that it should be used as a last resort.  In his article entitled, “Rethinking Guardianship,” Dohn Hoyle, President and CEO of the Association for Community Advocacy, explains that, “Guardianship, at one time seen as a benign way to ‘protect’ people with disabilities, is now seen as an intrusion into a person’s basic civil and human rights – a legal process to be avoided.”  According to Tom Nerney, Executive Director of the Center for Self-Determination, “We have to reject the very idea of incompetence.  We need to replace it with the idea of ‘assisted competence.’  This will include a range of supports that will enable individuals with cognitive disabilities to receive assistance in decision-making that will preserve their rights…”

One of the most common alternatives to guardianship is a durable power of attorney and a medical power of attorney.  The mom from the meeting said she did not have these documents.  The next day she was able to speak with someone at the hospital’s home office, who indicated that they would treat the man with Down syndrome if his mom had a notarized medical power of attorney – the same procedure the hospital uses for people with Alzheimer’s.  If the hospital or other healthcare provider refuses to accept a power of attorney, the option of a temporary guardianship is available.

Over the years I have talked to a great number of families facing this decision.  Just like making educational decisions, inclusion vs. self-contained classes, each family has to weigh the options (from most restrictive to least restrictive) and make the decision that is best for them and for their child.  I urge families to fully consider the options before making a decision about guardianship. 

For additional information on this topic, go to www.centerforself-determination.com, www.advocacyinc.org, and www.thearc.org.  

The Down Syndrome Guild’s Adult Issues Committee meets periodically to discuss issues of interest to families whose children no longer receive school services or who are transitioning from school.  To receive notice of these meetings, please contact minnieblackwell@comcast.net or 972-239-8771.

