Financial Planning from Infancy through Adulthood

Healthy Boundaries and Sexuality

Where is the money and how do you get it. What do you need to do in order to
secure the future for your loved one with Down syndrome? Financial responsibility
when caring for those you love is very important, how do you plan for your loved
one’s needs? A detailed look at supported decision making vs conservatorship, special
needs trusts, the Able Act, and other financial options. A close look at options that will
benefit your loved one with Down syndrome.
• Roy West, Program Coordinator, ABLE TN Savings Program, Tennessee
Department of Treasury
• Cindy Gardner, Special Needs Law Center, Maurer & Gardner, PLLC
• David T. Howell, CFP®, ChSNC, ChFC, CLU, Financial Services Representative

In this session, participants learn 5 key types of relationships (family, paid helper, friend,
boyfriend/girlfriend, and acquaintance), understand what a boundary is and why they
are important within these relationships.
• Terri Couwenhoven, MS, AASECT certified sex educator, TC Services, INC.,
Daughter with DS

Behavior Toolbox: Tips and Tricks for Positive Behavior Changes

Challenging behaviors generally serve a purpose for a person with Down syndrome.
Discover how to look for the functions of different behaviors (attention, escape, etc).
Discuss what interventions can reduce the behavior, and get proven options and strategies
for making healthy changes in behaviors that you are able to use quickly and easily.
• David Crnobori, MSEd, BCBA; Behavior Analyst and Education Support for
the Down Syndrome Clinic at Vanderbilt

“

Aging: Growing Old with Down Syndrome

I would like to thank
Dr. Brian Skotko for
his willingness to do
workshops with the
Cumberland Pediatric
Foundation and
Vanderbilt Ob/Gyn and
Genetics departments
about the latest
developments in Down
syndrome healthcare
management and
evidence-based research.
His expertise will help
guide those important
conversations between
providers and parents
regarding prenatal
testing, delivering
the diagnosis and
patient care.

”

- Alecia Talbott, Executive
Director, DSAMT

Many changes occur in cognitive functioning during the normal aging process,
depression, behavioral disturbances, cognitive decline, and Alzheimer’s disease.
Dr. Newhouse will discuss aging process of people who have Down syndrome,
advancements in healthcare contributing to longer lifespans, and the current research/
advancements/treatments into Alzheimer’s and older people with Down syndrome.
• Paul Newhouse, M.D., Jim Turner Professor of Cognitive Disorders; Professor
of Psychiatry & Behavioral Sciences, Pharmacology, and Medicine; Director,
Vanderbilt Center for Cognitive Medicine; Program Director, VanderbiltTVHS Geriatric Psychiatry Fellowship; Physician-Scientist, VA-TVHS GRECC

Siblings: Too Important to Ignore

The sibling relationship is the longest one of a person’s life, and frequently for a sibling
of a person with a disability, shapes every decision they may make about school, career,
relationships, where to live, family responsibilities and volunteer life. Tennessee’s Adult
Brothers and Sisters (TABS) are here to talk about the supports that are available to
siblings, from Sibshops for 8-13 year olds to the availability of on-line and in person
supports for adults. Come connect with your sibling experience and learn how to
connect with others.
• Rachael Dodd, M.Ed. Special Education Teacher & Sibling of Individual with DS.
• Tina Prochaska, TN Adult Brothers and Sisters (TABS)

Experienced Parent Panel

Have you ever thought “I wish I could talk to someone who has been through this”?
There is a group of parents picked for their experience and knowledge of resources.
They will be able to answer all your questions. You will get information about them,
their adult children with Down syndrome and will be allowed to ask questions as a way
to bring parents of all ages together.
• Elise McMillan, Co-Director of Vanderbilt Kennedy Center for Excellence in
Developmental Disabilities, Director of Community Engagement and Public
Policy, Parent of an adult with DS
• Sheila Moore, Chief Executive Officer, The Arc Davidson County and Greater
Nashville, Parent of an adult with DS
• Maureen Hawks, Parent of an adult with DS
• + more TBD

“

Supporting Communication, Play, and Independence in Children
with Down Syndrome: Perspectives of a Speech-Language
Pathologist and Occupational Therapist

Tell me & I forget.
Teach me & I
remember. Involve
me & I learn.

”

- Benjamin Franklin

Participants will learn about motor and learning principles that facilitate communication
development, play skills, and independence in children with Down syndrome. Learn
how to structure play time and daily routines to facilitate communication skills, self-help
skills, and fine motor competency. Learn about resource books, checklists, and visual
supports that can be used to support communication, play, and independence. This
presentation will provide information about motor and learning principles and how
they influence communication skills, play skills, and self-help skills. The importance of
engineering the environment and choosing home and therapy play activities will be
discussed. Families, caregivers, teachers, and therapists will learn how to structure selfhelp activities and foster functional communication skills.
• Denise Bryant, M.A., CCC-SLP; Speech-Language Pathologist, Vanderbilt
Bill Wilkerson Center, Down Syndrome Clinic at Vanderbilt
• Sarah Wilson, MS, OTR/L; Pediatric Occupational Therapist, Down Syndrome
Clinic at Vanderbilt

Rest Easy: Sleep and Down Syndrome

People who have Down syndrome have many sleep challenges. How does sleep
impact other areas of life? What are ways to make the sleep study bearable for those
with sensory issues? We will look at sleep challenges, what sleep impacts, and what
to do about it.
• Althea Robinson Shelton, MD, Assistant Professor, Neurology-Sleep
Division, Vanderbilt University

Preparing for Puberty: A Parenting Primer

Families often experience anxiety when their son or daughter with Down syndrome
(or other cognitive disability) begins exhibiting the physical and emotional changes
associated with puberty. This workshop will identify the most frequently identified
issues and concerns by families and practical ways to address them. Visual tools, fun
learning activities, and useful teaching resources specific to pre-adolescents with
intellectual disabilities will be shared. Learn to identify common concerns identified
by parents of pre-adolescents with intellectual disabilities, get helpful strategies for
addressing concerns at home and school, get resources and teaching tools designed
specifically for pre-adolescents with intellectual disabilities.
• Terri Couwenhoven, MS, AASECT certified sex educator, TC Services, INC.,
Daughter with DS

Extraordinary Lives:

A Conference on Down syndrome

May 5, 2017

Brentwood United Methodist Church
309 Franklin Rd • Brentwood, TN 37027

The difference between ordinary
and extraordinary is a little
something extra.

7:00 – 8:00

Registration and Breakfast

DSAMT is proud to announce the return of the regional conference for Down syndrome
in Middle Tennessee.
This one-day conference is designed for parents, caregivers and family members of
people with Down syndrome but would benefit anyone who would like additional
information or resources on Down syndrome. Self-advocates will have specialized
programming to learn, have fun, be inspired and be encouraged to get involved, and
also may participate in the breakout sessions.
This conference, hosted by DSAMT, will bring together local and national experts to
share their expertise in the latest research and best practices for helping those with Down
syndrome throughout their lives. Multiple breakout session choices will be provided so
you can get the best information and resources to benefit you and your loved one.
Visit our website to guide you in making your selections and for more detailed information
about the sessions & speakers.

8:00 – 9:00

Keynote: David Egan

9:15 – 10:45

Breakout Session 1

11:00 – 12:30

Breakout Session 2

12:30 – 12:45

Lunch (Pick-up times 12:15 - 1:00),
please take to next session

12:45 – 2:15

Breakout Session 3

2:30 – 4:00

Keynote: Brian Skotko, M.D., M.P.P.

Cost

Early-bird (register by April 1st)

$45/per person • $25/self-advocate with DS

The difference between ordinary
and extraordinary is a little
something extra.

Schedule

Register after April 1st

$60/per person • $40/self-advocate with DS

LEARN MORE AT

SOMETHINGEXTRA.ORG

Keynotes

Breakout Sessions:

Schedule on www.somethingextra.org

KEYNOTE:

TAKING CARE OF YOUR FAMILY: CELEBRATING THE HIGHS AND SURVIVING
THE LOWS

My Own Extraordinary Life:

Optional Schedule for Self-Advocates
7:00 – 8:00

Registration and Breakfast

8:00 – 9:00

Welcome Reception and Kick-off Party
Make new friends and meet some old ones. Dance, play games, and prepare for your day.

9:15 – 10:45

Success Stories: What I Have Done to Be Successful
Learn how other people who have Down syndrome are living a life they love and what it took to get there.

11:00 – 12:30

David Egan
An advocate for people with intellectual disabilities at the local, national and international level will speak about his
success, what he has done to advocate for himself, how he got to where he is, and what you can do locally.

12:30 – 12:45

Lunch
(Pick-up times 12:15 - 1:00), please take to next session

Brian Skotko, M.D., M.P.P. medical geneticist and Co-Director of the Down Syndrome Program at
Massachusetts General Hospital
Raising a son or daughter with Down syndrome is a journey full of celebrations–and challenges! Sue
Levine, Brian Skotko, and Rick Goldstein recently published three landmark research papers in the
American Journal of Medical Genetics. They surveyed more than 3,000 mothers, fathers, brothers,
sisters, and people with Down syndrome nationwide, asking them about family life when someone has
Down syndrome. How did families respond? And, what does this research mean for you and your family? What strategies
can your family use to weather the stormy times and value the shining moments. During this workshop, you will also learn
about ways in which family experiences play an important role in informing expectant parents who receive the new prenatal
tests for Down syndrome.

KEYNOTE:

David Egan, Joseph P. Kennedy Jr. Fellow from 2015 to 2016 on Capitol Hill at the Ways and
Means Committee with the Social Security Subcommittee and the National Down Syndrome
Society, a Special Olympics Shriver International Global Messenger, spokesperson for people
with intellectual disabilities
David is an eager advocate for people with intellectual disabilities at the local, national and international
level focusing and imagining the possibilities. He served as a Joseph P. Kennedy Jr. Fellow from 2015 to
2016 on Capitol Hill at the Ways and Means Committee working with the Social Security Subcommittee
and then with the National Down Syndrome Society. He is also a Special Olympics Shriver International
Global Messenger serving as a spokesperson for people with intellectual disabilities. He will discuss his message on what he
has done to change views on Down Syndrome, the importance of inclusion, employment, what has been the most important
and helpful things for him.

Special Guests:
Terri Cowenhoven, a well-known sex educator and author, specializing in the design and implementation of
sexuality programs and resources for people with cognitive disabilities, their parents, and the professionals
who support them. She will discuss puberty, boundaries and sexuality with parents, and dating basics with
Self-advocates.

12:45 – 2:15

Dating Basics for Self-Advocates
This session introduces basic information about dating. Participants will learn about sexual feelings and
crushes, assess dating readiness, and identify key steps for starting a dating relationship.
• Terri Couwenhoven, MS, AASECT certified sex educator, TC Services, INC., Daughter with DS

2:30 – 4:00

Get Involved: Activity Fair for Self-Advocates
This is your chance to get involved! A resource and information fair designed for self-advocates to assist in
mapping the future beyond school. Visit different booths and organizations, hear what they are doing,
and see if you want to join them. Learn about college programs, employment training and job openings,
volunteer opportunities, activities and other fun stuff to do with your spare time.

Little Steps to a Big Future

“

When you know
better you do
better.

”

- Maya Angelou

Families, caregivers, teachers, and therapists of children in the early intervention and
preschool population are invited to attend this workshop with professionals from the
Vanderbilt Down Syndrome Clinic to learn how they can promote and support early
and long-term development. Each of our presenters will be share their professional
insights and recommendations and then answer any questions attendees have.
• Angela Maxwell-Horn, MD; Assistant Professor of Developmental Pediatrics,
Clinical Director Down Syndrome Clinic at Vanderbilt
• Sarah Wilson, MS, OTR/L; Pediatric Occupational Therapist, Down Syndrome
Clinic at Vanderbilt
• Ashley Allen, PT, DPT; Pediatric Physical Therapist, Down Syndrome Clinic
at Vanderbilt
• Denise Bryant, M.A., CCC-SLP; Speech-Language Pathologist, Vanderbilt
Bill Wilkerson Center, Down Syndrome Clinic at Vanderbilt

DS-ASD 101: Understanding the BASICS of Co-Occurring Down
Syndrome and Autism Spectrum Disorder

Down syndrome and autism can be challenging disabilities separately, however when
combined the challenges can be quite complex and oftentimes are misunderstood by
the family members and professionals in the individual’s life. This workshop will take
a look at what we know about DS-ASD, discuss commonalities in family experiences,
explore basic behavioral red flags, and discuss the need for a compassionate
community that understands the joys and challenges of caring for children and adults
with DS-ASD.
• Charlotte Gray, MBA, Executive Director of the DS-ASD Connection,
Founder of Morning Travelers 1 &2, parent of individual with co-occurring
DS-ASD
• Jeanne Doherty, President of the Board of Directors
DS-ASD Connection, Family Support Specialist for the
Massachusetts Down Syndrome Congress, Board President
for Alternative Services, Inc., parent of individual with cooccurring DS-ASD

Independence Works: Supporting Independence in Adulthood
Charlotte Gray and Jeanne Doherty of The Down Syndrome-Autism Connection™, the only nonprofit
organization dedicated solely to co-occurring Down syndrome and autism spectrum disorder (DS-ASD) in
the United States. The Connection was founded in 2007 in Denver as a collaborative project by parents and
professionals seeing a great need to reach out to families and individuals affected by DS-ASD.

The difference between ordinary
and extraordinary is a little
something extra.

Take a detailed look at programs and support services that target independence in
adulthood. Speakers will discuss a variety of topics centering on independence for
people with Down syndrome. Key subject matter will include: finances, transition
planning, planning for future employment, Employment and Community FirstCHOICES (ECF).
• Carolyn Naifeh, Nashville IDD Housing Group
• Janet Shouse, Tennessee Works
• Stacey Irish, ECF Choices Member Advocate, Amerigroup Community Care
• Marisa Tipp, ECF Choices BlueCare Member Advocate

