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Hugging the Pope: A Dream Come True

A

dream came true for
me when I met Pope
Francis and hugged him
on October 21, 2017, in
Rome. I blessed him and
he blessed me and then he
reached out to hug me. He
told me he thought I was
a prayer warrior and then
he asked me to pray for
him and said he would pray
for me as well. I told him,

“Thank you for all you do for
the world and for including
people with disabilities
and thank you for helping
and caring for all people
especially unborn babies
with Down syndrome.”
Pope Francis is such a joyful
man with a huge smile and
heart. I am so grateful to
have met him in person and
I could feel his love and care

SAVE THE DATE! NADS 2018 Conference

August 11, 2018
NEW LOCATION! St. Ignatius College Prep
1076 West Roosevelt Road, Chicago, IL 60608

This new location is easily accessible via public transportation and offers free parking
Sponsorship and Exhibitor opportunities are available.
Contact Diane Urhausen at 630-325-9112 or durhausen@nads.org

for the world.
I was in Rome for an
international conference
on behalf of persons
with disabilities that was
initiated by the Pope
as part of the Pontifical
Council for Promoting the
New Evangelization. The
official conference title was:
Catechesis and Persons
with Disabilities: a necessary
engagement in the daily
pastoral life of the church. I
was invited with my parents
to the conference as part
of the U.S. delegation
under the National Catholic
Partnership on Disabilities
~ Where faith and disability
meet.
I gave Pope Francis
a book called Beautiful
Souls about the dignity
of life for people with
Down syndrome along
with a letter I wrote to
the people of Iceland,
addressing the horrible

Bridget Brown

fact that they are leading
the way in terminating all
unborn babies with Down
syndrome. I gave him a
wonderful letter from my
friend Cindi May advocating
for the inclusion of children
with disabilities in Catholic
education and a packet of
notes from third graders.  
The general message of
the conference was that
churches and places of
worship should include all
people and make sure they
belong. This can be done
by welcoming everyone,
accommodating for specific
needs, and supporting one
another. One of my favorite
parts of the conference
was meeting other folks
with disabilities. I was
especially thrilled to meet a
contemplative community
of religious sisters with
Down syndrome from the
Continued on page 11
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A Few Words from the President

F

or those of you who
don’t know me, my
name is Katie Wood and
I am the new President of
the Board of Directors for
NADS. I want to humbly
thank everyone that
supported the new gala
initiative and for continuing
to support NADS in many
different ways.
I first got involved with
NADS six years ago when
my company partnered
with NADS on having a fall
festival. I’m ashamed to say
that day was the first time I
ever really interacted with
an individual with Down
syndrome. Shortly after,
NADS asked me to work on
their Finance Committee.
After serving on the Finance
Committee I was asked to
step into the role of Board
of Directors Treasurer, where
I’ve been serving until my
recent transaction. Being
Treasurer allowed me the
opportunity to attend all
the events and volunteer
alongside our selfadvocates. I learned their
stories and built friendships
with many of them.
The first question
someone always asks
when they find out I work
with NADS is…what is
your personal connection
to Down syndrome? My
response has always been,
I don’t have one. The
person will then say…what

do you mean? You don’t
have a sibling, or a child,
or a family member with
Down syndrome? Why
are you helping NADS?
I respond by saying that
I enjoy volunteering and
it’s a great organization.
As I’ve become more
involved with NADS, I’ve
reflected on that answer
and think it should change.
My personal connection
to Down syndrome is my
relationships and learning
experiences I’ve gained
through the self-advocates
and their parents.
I passionately believe
that it takes a multitude
of different people and
connections to grow NADS
and continue supporting
the Down syndrome
community. My number
one goal as the new Board
President is to increase
awareness, build financial
support and engage

Katie Wood

corporate philanthropy
from outside of the Down
syndrome community. As
NADS continues to grow
we will be able to expand
the programs and services
offered, fulfilling our
mission.
Our first step toward
this goal was the Inaugural
Gala in November. It was
a great success! First, I
want to thank everyone
who supported the event
and those who were able
to join us. A special thanks
to Voya Investments, The
Pinnacle Planning Group,
and Breakthru Beverages
for being our inaugural VIP
sponsors. Lastly, I’d like
to thank the volunteers,
crew and staff who spent
collectively over 20,000
hours planning the event
and creating a successful
foundation for the future.
The event featured an
interactive evening with

musical entertainment from
The Shades and Ethan
Butler – both recently
featured on NBC’s “The
Voice.” The three art
galleries featured various
artists from across the
United States including
self-advocate artists:
Miles Evans, Kelly Neville,
Christine Maxwell,
Michael Johnson, Sam
Self-advocates at the Gala
Raymond and Geoffrey
Mikol. Live entertainment
“I love my life because I can
included aerialists,
give presentations to share
magicians, stilt walkers,
about my jobs, school, sports
caricature artists and
and love of theatre and
live painters. Attendees
fashion.”
mingled throughout the
— Michelle Anderson
various galleries and event
“I love my life because I have
rooms while enjoying smallopportunities to work and be
plate offerings from many
involved in many things. I also
different Chicagoland
love being close to my family
restaurants. Self-advocates
and being a Godmother.”
Bridget Brown, Kelly Neville,
— Bridget Brown
Michelle Anderson, Julia
Smarto, Rachel Giagnorio
Instagram Dog Star, Hamlin
and Lindsey Pazerunas
the Frenchie, along with
presented to the attendees
many cast members from
during our main “I Love
ABC’s reality TV Show, The
My Life” presentation
Bachelor, were also there.
about their favorite NADS’
65% of the event
programs and why they
attendees were new
love their life (above right).

Artist’s Impact
on Down
Syndrome
Community
Julie Evans

M

iles Evans, teen
photographer and
NADS member, delighted
many with his photography
at two signature events
this fall. In October, Miles
mounted his first solo show
titled “Celebrate Ability”
at heARTfelt Studio &
Gallery in Glen Ellyn. He
was a featured artist for the
Gallery’s 3rd Friday Artist
Series. This show featured
18 photos & 10 note card
designs. In November,
Miles chose four photos

for the NADS Reinvented
Gala art auction. Miles
enthusiastically greeted
guests and answered
questions at both events.
Each event focused
on fundraising for Down
syndrome organizations,
resulting in $830 to NADS—
from photography sales,
corporate matching, and
cash donations. Miles also
donated a portion of his
October fundraising to
the Adult Down Syndrome
Center at Advocate
Lutheran General Hospital,
bringing the total impact
of Miles’ fundraising for the
Down syndrome community
to $1260.
Thank you, Miles for your
generous donation!

“I want people to know that I
have a voice and I can make a
difference in this world.”
— Rachel Giagnorio
“I love my life because I get
to own my own business
called Special Sparkle and do
what I love every day.”
— Kelly Neville

supporters of NADS and
came to learn more about
the Down syndrome
community. NADS will
continue building our

“I love my life because I
have friends, family and my
community who love and care
about me and want me to
succeed in life!”
— Lindsey Pazerunas
“I love my life because I am
able to work with little kids
every day at my job as a PreSchool Assistant Teacher”
— Julia Smarto

mission to educate the
public about Down
syndrome by building on
the traction and foundation
of this event in the future.

Photo courtesy of Knowlton Haaland Photography. They specialize
in photographing individuals with special needs. Visit their website
to learn more at www.knowltonhaaland.com
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After 32 Years, NADS Bowl-a-Thon
Gets New Venue & New Name
Joel Spenadel

W

e have some exciting
news! On Sunday,
March 4th at 12 p.m., NADS
will be hosting the first
Bowl-A-Thon and Family
Fun Day at Bowlero of
Buffalo Grove. The venue is
located just north of LakeCook Road (350 McHenry
Road) and features not
only bowling in an upscale
setting, but also a large
arcade (including tickets
to redeem for prizes), laser
tag, beanbag toss, table
games. There is also a large
party room where we will be
showing a movie for those
who need a break from the
hustle and bustle of the
alley and arcade.
We’ll even provide a pizza
and soft drink pitcher for
each lane of bowlers, and
there will be great food and
drink options for purchase.
Based on feedback
we’ve received from

past participants, we are
shortening the bowling
time to two hours and
we’ll draw raffles when
the bowling is finished at
2:00 p.m. Participants can
stay and play in the arcade
afterwards if they choose to
do so.
Some things will not
change, including the
minimum fundraising
commitment of participants
($100) and the raffles (both
a grand raffle with prizes
including Hamilton Tickets
and an iPad) and a choice
raffle with many exciting
items (let us know if you’d
like to donate a raffle prize).
We also will provide
a “door prize” to each
participant, be joined by
a celebrity (or two), and
have those famous silver
(or maybe gold) dollar
minutes—so you bowlers
better go practice!

We picked Bowlero
not only for its many fun
activities but also for its
nice décor and excellent
customer service.
This event remains
one of NADS few annual
fundraisers for its many
wonderful programs, and
as such we are seeking
sponsors:
■■ Bowling

sponsor: $5,000
sponsor: $2,500
■■ Party room sponsor:
$1,000
■■ Food sponsor: $500
■■ Lane sponsor: $250
■■ Arcade

All sponsors will be
acknowledged on large
electronic signs over the

lanes throughout the event.
More information on how
to register will be available
at www.nads.org. You can
sign up as an individual
or as a team. If your team
has fewer than six bowlers,
you can reserve a full lane
for a minimum fundraising
commitment of $1,000.
If you have any
questions, please
contact Joel Spenadel
(jspenadel@gmail.com)
or Debbie Taus-Barth
(dtausbarth@nads.org),
or call the NADS office at
630-325-9112. We can’t wait
to see you in Buffalo Grove
in March!

Celebrating the Life of Xavier Jerel Grant

N

ADS member Xavier
Jerel Grant passed
away on October 16, 2017.
The following is an excerpt
from the program shared at
his funeral service:
On March 11, 1997,
Xavier Jerel Grant was born
into time. The eldest of
three children, his life was
ordained to be special.
Existing with both physical
and mental challenges,
Xavier received a diagnosis
of Down syndrome and a
few years later of Autism.
As only God knows how
to give us good gifts,
Xavier was endowed with
a humorous persona. He
could make you laugh
and loved to laugh with
4
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you. On the serious side,
he would make you think
about what was important.
From an early age, Xavier
loved and embraced the
presence of God. He
would get excited and
dance when he saw people
rejoicing whether it was
in church, on the TV or on
his iPad. Surrounded with
love and support, Xavier
attended several schools:
Blair, Ashburn, Lindblom
HS, and was currently
enrolled in the Easter Seals
Therapeutic Day School.
At these facilities, Xavier
learned skills necessary
to navigate his life. In
exchange, he touched the
lives of those that worked

with him. Xavier had the
privilege of participating in
various organizations that
provided him a community
of acceptance. He enjoyed
swimming, softball, soccer,
bowling, crafts, and going
to restaurants. Xavier had
the strength of Hercules,
the sociability of Casper
the Friendly Ghost, and
the gentle nature of
Bambi. He was our gift
from God, and he is now
reclaimed in HIS presence.
He leaves to cherish his
unforgettable memory,
his mother: Carmen; two
sisters: Jael and Neriah; one
grandmother: Jacqueline
(Darryl); a special auntie:
Agnes; and a host of other

aunts, uncles, relatives and
family friends.
The Grant family has our
deepest sympathies and
our hearts go out to those
touched by Xavier.

Chance Meeting Leads to New Connection

Bonnie Kohout

L

ittle did Mary Therese
Hester know that a visit
to Central DuPage Hospital
would open the door to
a new relationship. While
sitting in the waiting area
as her daughter underwent
surgery, Mary Therese struck
up a conversation with
Diane Urhausen, Executive
Director for the National
Association for Down
Syndrome. Diane’s friend
was knitting in the waiting
area and Mary Therese
recognized a common
interest.
Mary Therese, a longstanding member of the
Operation Warm Hearts
knitting and crocheting
group from King-Bruwaert
House in Burr Ridge, was
impressed with the creativity
she was observing.
“She was knitting a
gorgeous sweater,” Mary
Therese said. “It was a
knock-out. I just had to ask
who would be receiving
such a beautiful sweater.”
In the subsequent
exchange, Mary Therese
would learn that the lovely
sweater would be a gift for a
friend. But the conversation
quickly transitioned to the
knitting needs of the Basket
Program associated with
NADS.
NADS Basket
Coordinators and volunteers
deliver beautiful baskets to
new parents of babies who
have Down syndrome. The
parents are congratulated
with a bountiful gift that
includes blankets, handknitted headbands, hats
and booties, small baby
toys, children’s books and
support information for new
parents.
“The whole point is to
congratulate the parents on
the birth of their new baby

Diane Urhausen & Mary Therese Hester

and to let them know they
are not alone,” said Nancy
Wilson, Family Support
Coordinator at NADS.
“We give them resources.
We also offer to connect
families with Parent Support
Volunteers who can help
them to navigate their
way and get connected to
services and support for
their baby and themselves.”
Once Mary Therese
learned about the baskets,
she was anxious to share her
story with other members
of Operation Warm Hearts.
Each year the group
donates more than 700
hand-made items to local
charitable organizations.
Operation Warm Hearts
members were happy to
assist with hand-made
blankets, booties, sweaters
and hats.
Mary Therese invited
Diane to the group’s
Open House in October
to see all the beautiful
items that were created
for local organizations.
On Open House Day,
representatives from the
agencies pick the finished
items up, fully boxed and
ready for distribution. This

year, a new table was set
aside for NADS, with a full
complement of baby items
in a spectrum of colors and
styles.
“It’s really great that
we made this connection
with NADS,” added Joyce
Stunkel, a long-time
member of Operation
Warm Hearts. “We’re able
to reach out to a whole
new community. It’s also
fun to make the infant
items. Because the items
we make are small, you
see the results faster. It’s a
comforting hobby.”
For Mary Therese, the
chance meeting with Diane
turned into a meaningful
experience.
“We’re putting a smile
on the faces of new parents
who are using our gifts,”
she said.
West suburban hospitals
where NADS baskets are
distributed include: Amita
Health Adventist Medical
Center – Hinsdale, Amita
Health Adventist Medical
Center – LaGrange, Amita
Health Adventist Medical
Center – Bolingbrook,
Advocate Good Samaritan
Hospital – Downers Grove,

and Edward Hospital –
Naperville.
Since its inception in
2010, Operation Warm
Hearts members have
created and distributed
more than 4,000 warm items
to local organizations. They
welcome new members
and accept donations
of new yarn, knitting
needles, crochet hooks
and yards of fleece. For
more information, call
(630) 230-9521.

NADS’ Program
Coordinator
Featured on
National Podcast

“Brains On” — a
podcast featuring
science and kids
produced by American
Public Media recently
aired an episode
called “What is Down
syndrome?” Linda
Smarto was interviewed,
along with Dr. Brian
Skotko. You can listen at
brainson.org/what-isdown-syndrome.
NADS News — January, 2018
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ADULT DOWN SYNDROME CENTER – SILVER JUBILEE CELEBRATION:

A Trip Down Memory Lane
Sheila Hebein

O

n November 4th,
2017, a wonderful
celebration was held at
Chevy Chase Country Club
in Wheeling, IL – it was
the final event of the 25th
Silver Jubilee Year of the
Adult Down Syndrome
Center. More than 400
people attended and it
was a great tribute to the
groundbreaking work that
has been done at Advocate
Lutheran General Hospital
for adults with Down
syndrome since 1992.
My son, Chris, and I were
asked to do the invocation
and this offered me a
chance to take a trip down
memory lane. I thought
about how it was for our
adults before the Adult
Down Syndrome Center was
formed and I am so thankful
that our adults of today
receive state-of-the-art care
at the Center.
Throughout the 1980s,
NADS was involved with
Lutheran General Hospital.
We provided in-service
6

NADS News —January, 2018

programs for doctors,
residents, nurses and many
other professionals. I also
served on the Pediatric
Bioethics Committee from
its inception in 1984. So, we
had a history at Lutheran
General.
Then, in the late 1980s,
we received a call in the
NADS office that sped up
our efforts to serve adults.
A lady called and said
“My 28 year-old-daughter
who has Down syndrome
had a seizure – this never
happened before, so
we took her to a southsuburban hospital and they
refused to treat her because
she had Down syndrome.”
It’s hard to believe that in
the 1980s some hospitals in
the Chicago metropolitan
area were refusing to treat
adults with Down syndrome.
We’ve come a long way!
In 1988 our first step
in serving adults was to
develop a fellowship at
the University of Illinois
at Chicago and Dennis

McGuire was our first and
only fellow. He visited
families who called NADS
for help and we found that
in addition to psychosocial
needs, many of our
adults were not receiving
appropriate healthcare.
Dr. Brian Chicoine
became the Medical
Director and Dr. Dennis
McGuire became Director
of Psychosocial Services—
and so the journey began.
(See the July 2017 issue
of NADS News for more
information on the Adult
Down Syndrome Center.)
Initially the Center served
patients two mornings a
month, but today there
are two physicians, one
nurse practitioner, and a
host of other professionals
who serve patients five
days a week. We have
a brand-new building
with a beautiful healing
garden. During 2016 there
were over 6,000 patient
visits, so we appreciate
the great care our teens

and adults receive. For
more information go to
advocatehealth.com/luth/
health-services/adult-downsyndrome-center. You can
also check them out on
Facebook at facebook.com/
adultdownsyndrome
center.
This is how I ended my
trip down memory lane:
Most of all Lord, thank you
for enabling us to know and
therefore, to love, so many
wonderful individuals with
Down syndrome. I don’t
like to use generalities, but
I think there is a thread that
runs through our folks – it’s
hard to see on an X-Ray or
with a chromosome study
or with an echocardiogram
or an IQ test, but their
gifts to us are many and
surely include: generosity,
kindness, an ability to
be non-judgmental,
gratefulness, joyfulness, and
an ability to love everyone
they meet. What more
could we want?

E

mmett Kyoshi Wilson
recently had an art show
at Folia Loft in Chicago
with proceeds benefiting
NADS. The event raised
over $5,000! Thank you,
Emmett!

PROFILE OF:

Nick
Unnerstall
Teresa Unnerstall

N

ick Unnerstall is a
spirited young man
with an infectious smile
who loves life. He is twentythree years old and has a
dual diagnosis of Down
syndrome and autism. After
graduating from Metea
High School, Nick entered
an adult transition program
until age twenty-two.
Currently, he attends
The Association for
Individual Development,
(AID-Keeler Center) in
Aurora. AID’s mission is
to empower individuals
with disabilities, mental
illness and special needs
to achieve independence
and community inclusion.
They use a person-centered
approach coupled with
innovative practices to
ensure the highest level of
accomplishment. At AID,
the clients enjoy working
on independent living
and work skills, cooking,
gardening, art, recreation

Doctor’s
Corner
Erin B. Dominiak, M.D.
Adult Down Syndrome Center,
Director of Medical Education

W

inter is here! Dry skin
is common in people
with Down syndrome
and unfortunately it is
often worse in the winter.
The key to treatment is
ROUTINE. We recommend
using lotion after bath/
shower daily, and
throughout the day as
needed. Hands and feet
tend to be most dry, so
these areas often need

and monthly special events
and celebrations. Also, they
go on community trips and
have opportunities to work
vocational jobs. Nick’s jobs
include stocking shelves
at a local food pantry,
stuffing church bulletins,
and cleaning at GiGi’s
Playhouse.
Outside of the adult day
program, Nick is often in the
community having fun with
his respite workers. They
take Nick out to the library,
parks, movies, a variety
of restaurants, and the
mall several times a week.
Recently, Nick participated
in the Buddy Up Tennis
Program (buddyuptennis.
com). He has also done a
scuba program through
DiveHeart (diveheart.org),
Best Buddies, and Special
Olympics.
Having a dual diagnosis
of Down syndrome
and autism limits Nick’s
verbal speech. However,
his receptive language
and understanding are
very strong. He uses
both a picture exchange
system (PECS) and an
Alternative Augmentative
Communication (AAC)

device to express himself.
One of his strengths has
been sorting and attention
to detail. Over the years,
we have incorporated
goals into his IEP’s to build
upon these strengths. His
functional and independent
life skills have improved
dramatically because of this.
Nick takes great pride in his
responsibilities by helping
with recycling, unloading
the dishwasher, laundry
and vacuuming around the
house.
Nick loves music, dancing,
teasing and making people
laugh. He enjoys going
on family vacations. He
has traveled abroad to
England, France and Spain,
along with frequent trips to
the Outer Banks, Texas and
the Florida Keys. We have
always believed in trying
new things with Nick, and
not limiting what we think
he can handle. It helps to
use supports such as visual
task strips and schedules,
social stories, and video
modeling to navigate
both Down syndrome and
autism. NADS has been
instrumental for the past
sixteen years. We have

frequent application.
For very thick skin, I
recommend a product with
salicylic acid, ammonium
lactate, or urea (Amlactin
and others). For dry and/or
cracked lips, I recommend
any desired lip balm, or
Aquaphor or vaseline;
I have found lanolin to
be especially thick and
protective. If cracked lips
do not heal, there may
be a fungal component
and I recommend a
doctor’s appointment
for assessment. Use of
visuals and checklists
can assist in developing

a good ROUTINE for
use of products. So, stay
moisturized and have a
wonderful winter!
Dr. Dominiak will
cover a different healthrelated topic in each
issue of NADSNews.
You can also follow the
Adult Down Syndrome
Center’s Facebook
page at facebook.com/
adultdownsyndrome
center for regular
information on various
health-related issues.

learned so much, and
found significant support
attending the More Than
Down Syndrome Retreats.
(See below for more
information.) As a parent,
there is nothing better than
seeing your child contribute
to society, having fun and
being happy in their young
adult life.
Teresa Unnerstall writes a
weekly blog about DS/ASD and
Nick at nickspecialneeds.com.
She finished a memoir about
navigating Down syndrome
and autism, which will be out
in 2018. You can follow Nick
on social media on FacebookDown syndrome With a Slice
of Autism and Instagram
#nickdsautism.

UPCOMING EVENT

NADS Retreat
March 24, 2018
8:00 a.m. - 4:00 p.m.

Twice a year, NADS
offers a retreat for
parents and their child
with a dual diagnosis.
The retreat provides
information and
support for parents,
as well as recreational
and therapeutic
programming for
the children. To find
out more, contact
Nancy Wilson at
nwilson@nads.org.
NADS News — January, 2018
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Self-Advocates Present to Youth Ministry Group

A

panel of NADS selfadvocates shared their
stories with over 80 people
at St. John the Evangelist’s
teen CRUSH ministry in
Streamwood on November
12, 2017. Here are just a
few of the remarks from
audience members:

“I learned that anyone can
do anything no matter who
they are. That everyone
deserves to be loved. That
everyone should be treated
as equals. It inspired me
to be kind to everyone I
meet.”

“I learned that disabilities
shouldn’t drag you down
from doing what you love
and living life. It inspired
me because if all of you can
go up there and talk, I can
as well! Great job.” (from
a teen who has learning
disabilities)

“I learned that even if you
have a disability you can still
be a strong, intelligent and
an amazing person.”

an important part of our life.
I am excited for this new
opportunity to work closer
with so many amazing
fellow NADS members
and staff. I hope to help
continue to spread the word
of NADS to others and to
touch the lives of families
who are part of our amazing
and sometimes challenging
Down syndrome journey. I

encourage those of you who
are willing to do as I did—
get involved, volunteer
at our events, serve on
committees, and see all
that NADS has to offer. I
know it has dramatically
affected Brogan and our
family in such a positive
way, and I hope to see other
families become involved to
experience this as well.

NEW BOARD MEMBER:

Jen Hora

M

y name is Jen Hora
and I recently joined
the NADS Board of
Directors. NADS has been a
vital part of our family since
the day our son Brogan was
born 13 years ago. At the
hospital when we found
out that our son had Down
syndrome we were given a
pamphlet about NADS. Our
connection with NADS truly
began when Brogan and I
returned home three days
later. It was the first phone
call I made. From there we
attended our first Bowl-AThon. I will never forget the
mixed emotions of walking
into the bowling alley
with our three-month-old
newborn not knowing what
to expect. Fear, excitement,
but most importantly, a
8
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feeling of acceptance
and belonging overtook
us. Little did I know at that
time how pertinent NADS
would become to not only
us, but our entire extended
family. In the years since,
my husband Brian and I
have been support parents,
Brogan has modeled in
the Fashion Show for
over ten years, and I have
volunteered at several
NADS conferences. This
past year I took on a larger
role on the Fashion Show
Committee working closely
with the model families and
planning of the event. When
I was asked to consider
being a Board Member, I
did not hesitate to want to
take on a larger role with an
organization that was such

ON THE TOPIC OF...
PLANNING AHEAD
Nancy Goodfellow

Over the past year I
attended a class offered
by Mary Anne Ehlert of
Protected Tomorrows. I
was very fortunate to be
a part of this pilot “Parent
University” program
through GiGi’s Playhouse.
Once a month, we met
to cover different topics
about preparing for the
future with a child with
special needs. Topics
included: legal needs,
financial planning, benefits,
education, employment,
and residential and
transportation options.
After each class I felt both
overwhelmed and incredibly
grateful. Working to plan
ahead and be prepared is
arduous and emotionally
draining, but also necessary
and vital for the future of
our loved ones with Down
syndrome. Rather than go
into detail about topics I am
still learning about, I asked
Mary Anne to write an
article about where to start:

Planning
Ahead
Mary Anne Ehlert, President &
Founder of Protected Tomorrows Inc.

W

ho do we trust, when
do we start, and
where do we start? These
are questions I hear from
every family when thinking
about the wellbeing of their
child. First and foremost, at
Protected Tomorrows, we
want to help these families
get the right information
and resources they need,
when they need them.
When to start is NOW! The
sooner parents begin a plan
of action the better. It will
ensure key decisions are
made at the appropriate
times so their child reaches

their fullest potential
throughout their life. Where
to start is thinking about
two areas that go hand
in hand: Legal Options
and Financial Planning—
specifically a special needs
trust and government
benefits.

Special needs trust
This special type of trust
is a way for parents to
put money aside without
jeopardizing government
benefits. It is a vehicle that
holds assets, which can be
used for supplemental care
for your child. It answers the
question of who is in charge
and if there are limits to how
the money is used. Seek an
experienced attorney who
specializes in this type of
trust. But, before meeting
with an attorney, make some
decisions with a qualified
special needs future care
planner—a professional
who can provide objectivity,
guidance, knowledge and,
most importantly, empathy
to your family.
■■ Decide when to create
it. You can create a
special needs trust so it’s
activated either at death
or while you’re still living.
A “testamentary trust”
takes effect upon your
death, but if certain laws
change, the trust could
be negatively affected.
Having a stand-alone trust
now offers flexibility to
change the trust through
a “trust amendment,” or
“grandfathered” rights, if
the law changes. Setting
up a stand-alone trust
also allows friends and
family to refer to the trust
for such things as gifts or
inheritances.
■■ Decide what type of
trust. The 3rd party
special needs trust that
will likely provide the
most flexibility throughout
your child’s life is the

“revocable trust” with
an “irrevocability trigger
provision,” when certain
change occurs such as
death. However, you
might consider having an
irrevocable trust created,
but make sure that it
can be amended to stay
compliant with the law.
Also familiarize yourself
with the “payback trust,”
which often is reserved
for cases when money
is incorrectly left in the
name of the child with
special needs. It is also
used in the case of
divorce to accept child
support ordered to
this payback trust. Also
referred to as the OBRA
93 trust, its purpose is
to place assets owned
by the person with the
disability into the trust to
be spent on supplemental
care; however, when
the child passes away,
the remaining money in
the trust is first used to
reimburse the state for
benefits paid during the
child’s lifetime before it’s
distributed to remaining
designated heirs.
■■ Decide who will be the
trustee(s) and future
caregivers. These are
difficult decisions and
ones that should not be
taken lightly. You will need
to consider who you will
want to handle the day-today living responsibilities
(caregivers) and money
matters (trustee) for
your child. Ask potential
caregivers to take the
child for the weekend and
see how they manage.
Also, consider if the future
guardian and trustee
should be the same
person.
■■ Decide how to fund
the trust. Any asset—
including proceeds from
life insurance policies that
you have for the benefit

of your child—should
be titled under the trust
or have the trust as the
beneficiary. There are
two primary ways a 3rd
party trust can be funded:
inheritance and savings
on the child’s behalf. It is
very important that you
change the beneficiary of
your retirement, annuity,
IRA and life insurance
accounts to the child’s
special needs trust.
But, turn to a financial
professional before you
take action so you are
aware of certain tax
consequences. Also,
decide the percentage
of money to go to the
trust versus your other
able-bodied children.
Remember, the special
needs trust is a tool that
provides for care above
and beyond the basic
living needs and allows
you to maximize the
benefits that your child
receives.

Government Benefits
As your child’s needs
evolve, you have to consider
such things as medical
expenses, early intervention
and various programs. Your
child’s biggest resource for
funding may be government
assistance programs, which
can be confusing to access.
An advisor who specializes
in special needs planning
can provide information
about the proof you will
need to show that your
child has disabilities, the
questions government
officials will ask, and the
actual visit to the social
security office. Here are
a few things you need to
know:
■■ Entitlements. Social
Security Disability
(SSDI)/Social Security
Administration (SSA) and
Medicare are benefits
Continued on page 11
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Kick Off a Healthy
New Year!

Open House at the
Adult Down Syndrome Center

Tuesday, January 16, 2018
4:00 p.m. - 6:00 p.m.
Mingle, complete activities related to
physical and mental health, and learn
tips for making healthy choices in
2018 and beyond. Healthy snacks will
be provided.
Space is limited!
Required RSVP to Laura Chicoine at
laura.chicoine@advocatehealth.com
or 847-318-2368.
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UPCOMING EVENT
PAC LEADERSHIP TRAINING AT ELMHURST HOSPITAL
January 21, 2018 from 1:00 p.m. - 6:00 p.m.
All individuals with Down syndrome over 18 are invited to join the PAC group to
explore leadership skills and opportunities! We will learn how to be a self-advocate,
advocate for others, and be a leader in your life and community. Participants will
discover some of their gifts, learn to be a strong team member, identify what they
care about, and find ways to share their ideas with their community. We will discuss
ways each person is already a leader and how to further get involved so that every
voice is heard! Leadership means that we make a difference in the world! This day
will be very interactive and fun! We will provide pizza, drinks and snacks.
RSVP to Linda Smarto at lsmarto@nads.org or
Diane Urhausen at durhausen@nads.org

Planning
Continued from page 9

most Americans get
because they bought
into it throughout their
working years. Your
special needs child
benefits from your
contributions. Always
save your social security
statements for review.
They tell you a lot about
not only your own
benefits, but also what
your family receives
when you retire and/or
die. SSDI/SSA provides
cash to meet daily
living expenses and to
supplement any other
benefits, while Medicare
assists with medical
needs. Medicare does
not pay for prescriptions
unless one has Medicare
Part D.
■■ Needs-based benefits.
Supplemental Security
Income (SSI) and
Medicaid go hand in
hand and will only help
your child after a review
of your income level and
assets (or your child’s
income and assets once
they reach the age of 18).
Eligibility requirements
need to be met to qualify.
SSI provides cash to meet
daily living expenses. With
Medicaid, you can also
have health insurance;
it simply then pays for
deductibles and any copays that your health
insurance does not cover.
But the most beneficial

reason for your child to
qualify for Medicaid is to
gain access to funding
which may provide for
your child’s programs,
workshops and residential
housing.
■■ Local benefits. It’s also
important to have an
advisor who is involved
with special needs
organizations and is
informed about issues
that you and your child
face. They should serve
as your advocate and
connect you to nonfinancial programs,
support groups,
recreational opportunities
and other resources your
family might benefit from
in your state, as well as
keep up with law changes
and new programs.
A knowledgeable special
needs planner and an
experienced estate attorney
are invaluable assets to
your family. By working with
your team of specialized
professionals today, the
dreams for your child with
special needs will be closer
to a reality tomorrow.
Mary Anne Ehlert, CFP®, is a
financial professional. She is
also a mother, a sister and a
daughter to her loved ones
with disabilities. Protected
Tomorrows, Inc. helps ensure
the well-being of a loved one
by creating a Future Care
Plan™ that addresses all areas
of future planning. Visit www.
protectedtomorrows.com for
more information.

VOLUNTEERS NEEDED
for Hispanic Outreach Program
We are currently seeking Spanish-speaking volunteers to
serve as support parents in our Hispanic Outreach Program.
If you are interested, please contact Diane Urhausen at
630-325-9112 or durhausen@nads.org.

Hugging the Pope
Continued from page 1

Petite Soeurs Disciples de L’agneau in Le Blanc, France.
Seeing the Pope was the most remarkable thing I have
ever experienced in my life! I am so thrilled that I had the
opportunity to participate in this conference. Meeting Pope
Francis warmed my heart and encouraged me to continue
to speak up and advocate for the inclusion of people with
Down syndrome and other disabilities.
For more information visit: www.pcpne.va and
www.ncpd.org. You can also find a copy of my letter to
Iceland on youtube.

UPCOMING EVENT
EDGE THEATER AND UPS FOR DOWNS PRESENT
THE WIZARD OF OZ
FEB. 1-4
at the Prairie Center for the Arts Schaumburg IL
FEB. 10-11
at West Leyden High School
Visit www.ufdwizofoz.eventbrite.com
or www.upsfordowns.org for tickets

Note from the Editor:

I

f you are a parent of an infant, toddler or young child,
we want to feature your stories in upcoming issues
of NADSNews! Please contact Nancy Goodfellow at
nadsnews@nads.org to share your experiences with
Early Intervention, first words, first days of school, First
Communions and other important milestones and
events.
And, as always, if anyone has a topic they want to see
covered, please let us know!
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1460 Renaissance Drive, Suite 405
Park Ridge, IL 60068

Change Service Requested

www.nads.org

Membership Application
Membership dues can be paid online at www.nads.org

Name.................................................................................................................................................
Address.............................................................................................................................................
City............................................................................. State............ ZIP...........................................
Phone (home)...................................................................................................................................

Special Gift!
A NADS Membership is the perfect
gift for grandparents, aunts and uncles and even
your child’s favorite teacher!

NADS GIFT MEMBERSHIP
Please send a NADS gift membership to:

Address:............................................................

Email Address...................................................................................................................................
o Please add me to the NADS e-mail alert list

Name:...............................................................

Phone (work).....................................................................................................................................

Category of Membership (check one)

BOOKS

..........................................................................
From:.................................................................

Relationship:....................................................

*Please indicate professional involvement....................................................................................

Phone:...............................................................

o $30.00 (1 Year)

Professional:*

o $70.00 (3 Year) Child’s birthdate ............/............/..................

Parent: o $25.00 (1 Year)

Donation level:

o Contributor
($100 +)		

o $85.00 (3 Year)

o Benefactor
($500 +)		

o Patron
($1000 +)

o Check if Renewal
Make checks payable to: NADS and send to:
1460 Renaissance Drive, Suite 405, Park Ridge, IL 60068

$20 per recipient should be enclosed and sent to:

National Association for Down Syndrome
(NADS), 1460 Renaissance Drive, Suite 405,
Park Ridge, IL 60068

Disclaimer Policy Statement
The editor of this newsletter writes as a non-professional. NADS does not promote any therapy, treatment, institution or professional system, etc.
The editor reserves the right to make any such corrections as necessary in accordance with established editorial practice in material submitted.

