
In March 2022, Think College interviewed Terry Monkaba, the executive director of the Williams 
Syndrome Association. Terry has been in the field for 32 years.

How does your organization and Think College benefit each other?
The short answer is that Think College is an amazing resource provider and WSA is one of their most 
loyal customers! In the past 10 years, we have learned a great deal 
about how individuals with Williams syndrome learn. The 
more we learn and educate the educators on the learning 
profile, the better our kids are doing and the more empowered 
families feel to strive for inclusive programs and insist on 
grade-level curriculum access. And each year, more students 
with WS are seeking post-secondary programs and realizing 
success! Fortunately, Think College is there to lend a helping 
hand with the search. For success in the disability community, 
collaboration is key, and I think we are great collaborators!

What would you like to see from your partnership with TC?
If it continues just as it is today for many years to come, that will 
be great. But if we work together to find ways to ensure that new 
programs continue to strive for inclusion and work together to 
help families understand that given the opportunity and support 
needed, their sons and daughters can achieve far more than they 
may have ever thought possible…our partnership will then move 
from great to “simply life changing!”

What’s your favorite TC resource?
The college search tool is an incredible resource for our 
families nationwide. There are a growing number of families 
of young adults at each of our conventions, and they come 
with a myriad of questions. Having Think College staff on 
hand [at the conventions] to speak with them personally 
truly makes a difference!

What does inclusion mean to you?
Inclusion means that every individual is valued AS an individual and each has the opportunity to 
experience self-determination and self-worth at home, at school, at work and in their community… and 
not just occasionally but for a lifetime.
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… the key to getting our kids 
to college is helping their 
parents understand and 
believe in the possibility.
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The NCC established a Project Advisory Committee (PAC) in 2021 to help the center broadly 
disseminate its resources, training, and information to those who need them the most. Members of 
the PAC represent diverse groups and organizations committed to sharing NCC products and events 
with their stakeholders, providing regular feedback on their quality and use, and extending our 
outreach efforts. Visit the PAC webpage to learn about other PAC members.
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What is the biggest challenge we face to inclusion?
Individual politics and prejudice compounded by 
vastly different funding levels and funding priorities 
among states and even in the counties within states, 
will always present barriers to full inclusion. But 
united voices in growing numbers have the power to 
chip away at the disparities.

What is the best strategy to get kids to college?
Early on, the key to getting our kids to college is helping 
their parents understand and believe in the possibility. If 
they have the same conversations, beginning at an early 
age, about college with their child with IDD, that they 
have with their neuro-typical children, they will give their 
kids the power to explore and believe in the possibility, 
and then seek a college program after high school. 
Once the kids are in high school, ensuring that parents have knowledge of the types of programs 
available; and resources for funding, can help to make college opportunities a reality.

What advice do you have for students, parents, and others in higher ed?
Please keep doing what you are doing and strive to do it better every day! Never stop thinking 
outside of the box, and always believe that the best is yet to come!

What is your greatest accomplishment (individually or as organization)?
The knowledge that I have been instrumental in the growth of the WSA from a tiny nonprofit with 
a $20,000 budget to a thriving national organization with a $1.5 million budget supporting more 
than 6000 families makes me feel very good inside. Watching my son with Williams syndrome 
become autonomous and take his place in a community of his choosing and carve out a very 
customized journey in his chosen fields of music and clowning, with the supports he needs to 
succeed, is like nothing I could have imagined when he was diagnosed back in 1986.

What drew you to this work?
I think it is best described as a “labor of love.” At age 6 weeks, my son’s pediatrician heard a 
heart murmur. Within a few days, Ben underwent the first of many cardiovascular procedures and 
we were told he probably had a rare genetic condition called Williams syndrome. Very little was 
known about the syndrome back then (1986) and there was no test to confirm the diagnosis. But 
there was a small parent organization that was working to locate and support families of affected 
children. We joined the Association, and when Ben was 4 years old and finally stable after several 
additional surgeries, I signed on to volunteer for the WSA. The rest is history. I joined the Board 
and since 1996 have been executive director of the WSA.
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