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What Do NCI Data Tell Us About People With IDD Who
Have Guardians Compared to Those Who Don’t*

In the 2018-19 NCI In-Person Survey (IPS), 53.4% of respondents were reported to have a guardian
(limited guardianship or full guardianship or unable to determine level of guardianship). The
proportion of respondents with guardians varied by state and ranged from 14.6% to

86.4%. Compared to people without guardians, people with guardians are less likely to make
important life decisions including where to live (46.0% vs. 68.5%), who to live with (33.8% vs. 55.5%),
their daily schedule (80.1% vs. 89.8%), or what to buy with their spending money (86.7% vs. 94.1%).

Why does it matter? Guardianship is broadly defined as a legal process used to protect people who are
determined to be vulnerable to fraud or undue influence, but it also
legally removes important rights and decision-making authority
from the person. Many adults with IDD are placed under
guardianship despite having the ability to make their own decisions
and choices. The fact that over 53.4% of people with IDD in the IPS
sample have a guardian demonstrates that a significant number of
people with IDD receiving public services and supports may be
constrained from making important choices in their own lives. People with guardians are not able to marry,
enter contracts, get a driver’s license, sign a lease, make purchases, make decisions about their own bodies
and healthcare, and make other choices without the approval of a guardian. Research on the impact of
guardianship indicates that it can be detrimental to the person’s quality of life, causing feelings of
helplessness, hopelessness, and inadequacy. Research also shows that being subject to guardianship, and
the subsequent loss of autonomy and self-determination, can result in decreased functioning and can affect
physical and mental health (National Council on Disability, 2018).

In January 2021, the Burton Blatt Institute at Syracuse University reported findings from the Virginia
Supported Decision-Making Pilot Project. The study found that project participants engaged in supported
decision-making, an alternative to guardianship, showed improved independence and decision-making
skills, made more informed decisions, and had improved quality of life (Martinis & Beadnell, 2021). Despite
the benefits of encouraging independent decision-making, many parents of young adults are counseled by
school personnel to become guardians at the point of transition from school as part of a common “pipeline”
to adult services.

Questions to ask: Has your state developed materials for school personnel introducing them to
alternatives to guardianship? Have you developed educational materials for families on guardianship
alternatives? Have you reviewed your current guardianship statutes to determine whether they are
consistent with reforms suggested by the National Guardianship Association and the American Bar
Association that stress exploration of less restrictive alternatives? Has your state put in place any laws to
recognize supported decision-making as an alternative to guardianship? Is your Protection and Advocacy
organization working with people with IDD who want to be free of guardianship? Is there a cross-disability
and aging coalition to reduce the reliance on guardianship? Have there been initiatives to educate probate
judges on the ways in which guardianship robs people of their self-determination and to suggest
alternatives?

*Current events related to the singer Britney Spears and her fight to be released from guardianship (called
“conservatorship” in California) have brought national attention to guardianship and how such relationships can limit the
civil, legal, financial, healthcare and other life decision-making abilities of those within them.
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