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Consult an attorney

We cannot give legal advice and nothing in this document should be construed as
legal advice. We have included this booklet mostly to remind you that you may need
to consult with an attorney about a special needs trust.

Why do you need a special needs trust?

Not everyone is going to need a special needs trust but you might need one if:

e Your son is on government disability or Medicaid and...

e You or someone in your family is planning to leave money to him for his care

« If you are expecting a large back payment from Social Security

o There’s money saved elsewhere in his name before you apply for government
disability or Medicaid

The Special Needs Trust is set up to protect the money he has for his care from being
counted as income which would disqualify him from Medicaid or SSI. The money in
the trust can only be used for very specific purposes that are not covered in his public
benefits (talk to your attorney). It can be really useful for things that otherwise would
not be covered, but only according to the rules.

How do you fund a special needs trust?

Typically, trusts are funded by family members who leave money in their wills. So it is
important for you to talk to family members whom you think might be leaving money to
your son to make sure they understand what needs to happen.

Another way to fund a special needs trust is through a life insurance policy on family
members of the boy or man with XXYY. If your son’s grandparents have life insurance
policies that they plan for you to use for his care, make sure you talk to your attorney
about that. You can also take out life insurance policies on yourself to fund a trust for
him when you are gone.

Finally, if you have been saving for college for your son and he is not going to use
those funds, consider putting that money into a trust.

Pooled Trusts

There are organizations like the Colorado Fund for People with Disabilities that
manage pooled trusts for people with disabilities and provide many other services.
Check to see if you have one near you and talk to them about the difference between
a pooled trust and a regular special needs trust. Our understanding of the difference
between pooled trusts and special needs trusts is very limited. They do very similar
things but are structured differently.



http://www.cfpdtrust.org/what/trusts/

ABLE Accounts in the U.S.
ABLE accounts are an exciting new alternative in the
U.S. to special needs trusts. If you are familiar with
529 college savings plans, then you have an idea
of how ABLE accounts work. They are 529A
savings plans that are protected when it comes to
counting as a resource for public benefits. ABLE
accounts are easier to set up than a trust and
may not require an attorney. However, you
should talk to an attorney familiar with all types of
long-term planning for people with disabilities or
an investment advisor to understand the
differences and choose the right vehicle.

At the time of this writing, ABLE accounts are rolling
out in states across the U.S. In at least one state
where they have officially rolled out (approved by the
state legislature), they are run by the same organization that operates the 529 college
savings plans.

For more information about ABLE accounts, read these links:
National Down Syndrome Society

Forbes article

US News and World Report article

National Disability Institute
https://www.realeconomicimpact.org/public-policy/able-act

Austism Speaks
10 Things to Know about the ABLE Act

To find out who is managing ABLE accounts in your state, simply google ABLE
accounts and the name of your state.

Disability Savings Plans in Canada

Canada has a great, unique way of supporting people with disabilities through
disability savings plans. The Registered Disability Savings plan is similar to a Special
Needs Trust. This site provides information on all disability savings plans in Canada.



http://www.ndss.org/Advocacy/Legislative-Agenda/Creating-an-Economic-Future-for-Individuals-with-Down-Syndrome/Achieving-a-Better-of-Life-Experience-ABLE-Act/
http://www.forbes.com/sites/nextavenue/2015/10/07/new-able-accounts-for-the-disabled-help-parents-save-for-future-care/
http://money.usnews.com/money/personal-finance/articles/2015/03/03/how-new-able-accounts-will-help-americans-with-disabilities
https://www.autismspeaks.org/news/news-item/10-things-know-about-able-act
http://www.servicecanada.gc.ca/eng/audiences/disabilities/savings.shtml
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Wills

We recommend that you talk to an attorney long before your son is an adult about
what your intentions are for your son with XXYY. But if you do not have this done yet,
please put it on your list. It's really important to outline who will be his caregivers and
what is expected of them. Your will can’t do all of this, but you can do some of this
through a letter of intent, which we will describe next. There are people in the
disability community in your state who will have good information on where to find an
attorney who understands specials needs planning. Find the right attorney,
recommended by those who have done it.

Letter of intent

A letter of intent is not a legal document, but it does explain to everyone who will be
caring for your son what his needs are. It tells people the things you know about him
and his preferences in life. It explains his idiosyncrasies. You know, those things
about XXYY that people would not know if you didn’t explain it. For example, the fact
that he tells tall tales sometimes or says everything that he is thinking out loud.

The letter of intent is an extremely valuable tool to tell people the things that you feel
they would be lost without.

There are some great resources and even samples of letters of intent on this Web site:
Life After IEPs

If you decide to write a letter of intent, please know that other parents in the XXYY
community are a great resource for helping you to make sure that you have covered
all of the bases. We would really like our parents to share their letters of intent with
one another so we have the opportunity to make them the best they can be for boys
and men with XXYY.



http://lifeafterieps.com/letter-of-intent-life-long-special-needs-planning/

Transitioning to Adulthood is a series of booklets prepared by Renee
Beauregard of the XXYY Project. This is an excellent summary of steps
that parents/guardians of young adults with developmental disabilities
must consider in preparing for their entry into the adult world of
employment and independent living.

The recommendations are focused on young men with 48 chromosomes,
rather than the 47 that describe the trisomy X/Y variations (Klinefelter
syndrome, Trisomy X and 47,XYY.) For this reason, not all of the
assumptions regarding functioning level will apply to all young people
with X and Y chromosome variations. Take this into consideration when
reading through the sections.

For more information on AXYS and on the XXYY Project, a project of
AXYS, please visit http://www.genetic.org and
http://www.xxyysyndrome.org




