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Adventure Awaits: Anita
O’Brien

James Traylor
President
Serves as lead consultant on all planning. With
over 10 years of experience in special needs
planning, James brings a
unique skillset. He
currently serves as Chair
for the NYS Developmental Disability Planning Council (DDPC).

Nicole VanGorder
Chief Operating
Officer
Oversees strategic
planning and serves as
primary relationship
manager to all nonprofit
and corporate engagements.

CONNECT WITH US

Sarah Daniels
Director of Client
Services
Manages all client
services and oversees
Upstate’s Premier Client
Advisory Program.

Mary Baldwin
Administrative
Assistant
Assists the Upstate
Team and is the friendly
voice on the other end
of the phone when you
call!

Shlynn Hodkinson
Specialist
Experienced nonprofit
professional who
works with Upstate’s
clients to navigate the
complicated world of
government benefits!

500 Linden Oaks Suite 301
Rochester, NY 14625
info@upstatesnp.com
www.upstatespecialneeds.com
585.899.1215

No one plans to have a child with special needs - or
a sibling, or a parent, or a cousin. One day you
have this mental image of what your family would
look like, and suddenly you find it has transformed
into something else. Initial feelings of confusion
and frustration sometimes morph into a sense of
isolation.
Friends and relatives don’t quite
understand what a day in your shoes feels like.
Many times we can all feel a little alone on this
journey.
In our first annual edition of “Transitions” we set out to prove that you and
your family are not alone on this journey. We have come to realize that
our clients, staff, and fellow professionals have walked in your shoes and
have the potential to provide tremendous value through our shared
experiences. We also feel an obligation to share who we are as a growing
company and our commitment to providing feedback as your family goes
through life’s many transitions.
So why Transitions? Families are often referred to Upstate Special
Needs because they are experiencing or about to experience a significant
change. It could be a pending retirement, health care need, financial
hardship, significant goal, social security question, insurance
problem…the list goes on. We joke around the office that no one ever calls
us when everything is hunky dory! Over the years we have started to see
recurring problems and common needs. As a company we are evolving to
meet these needs.
We hope that the following pages will prove helpful on your journey.
James Traylor

Upstate is the only organization of its kind in New York. Because of people
like YOU we have experienced unprecedented growth year after year
and have been able to work with hundreds of families and organizations.
Thank you for your continued support and for choosing Upstate! Below is
a snapshot of some highlights from this past year.

OVER 30 HOMES BOUGHT
We have assisted our clients on the
path to home ownership!

COMPANY GROWTH
Our company has grown by 30% year
after year.

GIVING BACK
Over $20,000 given to support
the Rochester community

EDUCATIONAL SEMINARS
We have provided over 100 educational seminars in the community
over the past three years.

EXPANSION
We now serve: Rochester, Buffalo,
Albany, Syracuse, New York City, and
Long Island.

NONPROFITS
We work with over 50 nonprofits
across New York Sate

SOCIAL EXCHANGE
We are currently in our second year
of the social exchange

EMPLOYEE BENEFITS
We work with 5 employee assistance
programs to deliver our services

2018 ISSUE

C OMMUNI T Y

Article by Lisa Meyer-Fertal
When an individual is living with an intellectual and/or developmental disability, it is
important that a dependable and knowledgeable team assist and support them. The
team may change over time, beginning with
the focus on children's services and supports
and transition to adult services. For children,
the areas of special education, medical &
psychological specialists and therapists are
important to establish a good foundation for
developmental and physical care. Equally
important to the child and family is the
establishment of support focusing on
respite, recreation, family, friends, finance
and benefits. Identifying monetary and governmental benefits available can make a
huge difference in how the person is sup-

ported and how to help him or her plan for
the future.
In exploring some of the key facts true
through the lifespan, family is identified as
vital at every stage of life. Our families are
the historians, advocates and natural support practicing inclusion, acceptance and
celebrating every achievement. Parents,
family members and individuals with IDD
should take advantage of every resource
and network available enabling them to
become the experts in navigating multiple
systems to create a successful life plan.
Lisa is the CEO of Long Island’s East End
Disability Associates. To learn more about
Lisa + EEDA, visit them at: www.eed-a.org

Article by Molly Clifford
There are an estimated 7.4 million home fires
every year in the United States, resulting in
130,000 injuries or illnesses, most of which are
never reported. One of every 15 households
experiences a fire each year and one person in
10 is injured in a fire during their lifetime. Clearly
home fires are not rare events.
But individuals with intellectual and developmental disabilities (I/DD) are at even greater
risk, and unfortunately, those living independently face the greatest risk of all. The team
from Prevention 1st, a Rochester-area nonprofit focused on fire safety and injury prevention, wanted to see what we could do help
people live independently more safely.
Working with fire safety experts from Community Health Strategies and experienced I/DD
service providers, we reached out to individuals,
families and caregivers to identify the biggest
concerns they had around independent living.
Fire and kitchen safety were their top two, so
we set to work and developed, implemented
and tested the “Safe at Home” program, with
the dual goals of building skills and safeguarding
the homes of people with I/DD living independently.
Safe at Home turned out to be a great success!
Thanks to funding from the Developmental
Disabilities Giving Circle and the Jane L. and

Laurence C. Glazer Memorial Trust, we worked
with individuals and caregivers to reduce their
household risk factors by 23%. And participants
learned critical safety skills, and retained what
they learned, going from an average of 32% at
the beginning of the program to 93%, even three
months after the program ended.
From focusing on household hazards and maintaining a safe kitchen, to testing smoke and
carbon monoxide alarms and knowing what to
do in the event of an emergency, Safe at Home
participants learned the steps they needed to
take to keep themselves safer, in their own
homes or apartments, using their own tools and
appliances If they needed a little extra help or
reminders to practice, the training team provided “cues to action” to leave behind.
Now, Safe at Home is available to anyone wanting to live more independently and more safely.
Whether it’s an individual with a disability, an
older adult home alone, or older children preparing to move out on their own, our trainers will
assess each residential living situation and the
skills and desires of each participant to develop
a personalized program that works for them.
Why does Safe at Home work? First, because
our fire safety and training experts work
together to develop an individualized program
tailored to each participant’s needs. Don’t cook?
We won’t cover cooking skills. But there are
things everyone needs to know, like escape
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planning, how to call 911 and recognizing home
safety hazards. Our trainers work with individuals on the specific skill-building that they have
told us is important to them.
Second, it’s fun! This is the work our trainers
love and they make learning enjoyable. More
than 80% of program participants rated the
program a 9 or 10 on a scale of 1 to 10, and said
they would recommend it to others. And given
that the training takes place in the home, it’s
very comfortable for participants and families
alike.
In the words of one participant’s family:
‘Safe at Home was an excellent experience for
my 25 year old son. [The Safe at Home trainers]
were most adept at recognizing Stephen's
needs and adjusting their information for him to
understand accordingly. Stephen now has the
means to protect himself from fire in his home
and to be safer in the kitchen. We would recommend this program to anyone who wants their
adult children to be independent.’

Molly Clifford is Executive Director of Community Health Strategies, which worked with nonprofit Prevention 1st to develop the Safe at
Home program.
Find out more at
www.safeathometraining.org. Training may be
covered by OPWDD’s Self-Directed funds. And
like us on Facebook at SafeatHome/roc!
You can reach Molly at (585) 383-6507 or via
email at
mollyclifford@communityhealthstrategies.com
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ROCHESTER AREA
COMMUNITY FOUNDATION
Article by Kayleigh Stampfler CFRE,
MPA
What does the community foundation do?
Working with many community partners, Rochester Area Community Foundation strives to
improves the quality of life for people in our
eight-county region through leadership and
strategic grantmaking. We also work with individuals, families, and businesses who want to
make a difference through their own philanthropy.
As a leading grantmaker, the Foundation
focuses on two broad goals. The first is “Creating an Equitable Community,” which includes
working to close the academic achievement and
opportunity gaps, foster racial and ethnic
understanding and equity, and partner to
address poverty and to help neighbors in need.
The second goal is “Strengthening Our Region’s
Vitality.” We do this by supporting vibrant and
diverse arts and cultural offerings, projects that
preserve our region’s rich historical assets, and
promoting successful aging.
What is your role?
I help generous individuals and families make
strategic philanthropic decisions. Whether you
want to make annual gifts, a one-time donation
or create a detailed legacy plan, I work alongside
your other professional advisors to make sure
your philanthropic wishes are met.
What options are there for someone who wants

to leave a gift to a special needs organization?
Many individuals or families choose to set up
their own specially named fund at the Community Foundation. A named fund is created with a
minimum of $25,000 and can be designated for
a specific nonprofit organization or provide
grants in an area of broad or specific interest
selected by the donor establishing the fund.
Another option is to make a contribution of any
amount to a one of the funds that already exist
at the Foundation to benefit special needsrelated organizations or programs. Some
examples are the Beavers Family Fund for
Autistic Respite Care, the Rogerson Fund for
Handicapped Children, the Rochester Guild for
Special Children, or the Development Disabilities
Giving Circle Fund. (Learn more about all of our
funds at www.racf.org/Funds).
Why is the Community Foundation different?
The Community Foundation specializes in
endowment and investing for the long-term for
our region. We award a portion of our endowment in grants and scholarships each year, while
the remaining permanent assets are invested so
that there will be resources for the community’s
needs for decades to come. Many local nonprofits do not have the capacity to manage their own
endowments or accept complicated gifts. The
Community Foundation can do both. We accept
gifts of appreciated stock, bonds, life insurance,
IRA proceeds, real estate and shares in closely
held businesses. We also are helping about 100
local nonprofits grow and invest their own
endowments.
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Our goal is to ensure that your original intent for
how a gift or a fund should be used is strictly
followed. If an organization you chose to support ceases to exist, our board of directors will
carefully reallocate the money to another entity
that closely matches your wishes. Lastly, the
Foundation is a great resource for donors who
prefer to keep their charitable gifts or estate
plans private or anonymous.
How can people follow up if they are interested?
Call or email me or anyone from the Philanthropic Engagement team at the Community
Foundation. I can be reached at 585.341.4409
or kstampfler@racf.org. I welcome the chance
to treat you to a cup of coffee and learn how I
can help you achieve your philanthropic goals.

Find out more about our work in the community
at www.racf.org.
Kayleigh is the Senior Philanthropic for the Community Foundation

Article by Stephanie Clinton
You don’t need me to tell you that when you are
surrounded by positive, like-minded people, you
just feel better. You smile more, you feel more
productive and motivated, and you have a more
positive outlook on life. But how does this
happen? How do we surround ourselves with
these people? Where do we find them?
Everyone, whether they are officially selfdirecting their services or not, need to have a
Circle of Support or COS. A COS is merely a
group of people who you want in your life who
can help with decision, advocate for you and be
your cheerleader. Many times, COS members
are friends, family, and members of the community.
The question I am asked the most is, “what if I

don’t have a big circle of support”. To that, I say,
“no problem”. If you have a few people you are
comfortable with, people who you trust and
know they want the best for you, you are in good
shape.
Many times, people are fearful to reach out and
ask. Do you go to the same diner for breakfast
every Sunday after church? My guess is, that
someone at your diner or church knows you and
is someone you are familiar with. Think about
what qualities that person could offer and how
they would be able to support you. If it’s something that aligns with your goals, ask them! Ask
them to be a larger part of your life and to help
you accomplish your goals.
Stephanie is the Program Supervisor at Catholic
Charities. To learn more about Catholic Charities, visit them at: cccsrochester.org

Article by Ellen Miller
Tell us a bit about your family dynamic:
I have three children; 21 year old fraternal twin
boys (Max and Jake) and a 20 year old daughter, Madeline. When my twins were very young
(around a year old), we noticed that they were
not developing at the same rate and Jake had
some quirks. He was fixated on small details of
toys instead of the whole toy itself. We had him
evaluated by Early Intervention and he was
diagnosed as PDD/Autism. We were able to get
him enrolled into a BOCES preschool program
when he was only 16 months old. He soon
became hyperlexic and was obsessed with
letters and numbers. He was able to read by the
time he was 2. Now at age 21, Jake attends
LifePrep at Naz, which is a vocational transition
program for college age kids. He loves it and is
thriving.
What is your favorite thing to do as a family?
My other two children are away in college, so it's
usually just Jake and I at home (along with my
fiancee, Greg). We enjoy sporting events, traveling, going out to dinner, skiing, spending time at
our lake house (swimming, boating, kayaking).
Are you involved in any community related
activities or committees?
Jake is very involved with Best Buddies International. He is a local ambassador for Best Buddies
and will be interning with their office in Roches-

ter beginning this month. Jake attended the
Best Buddies International leadership conference this summer in Indiana and met other club
members from all over the country. He also met
Anthony Kennedy Shriver, who started the
organization.
What has Upstate Special Needs Consulting
helped you with? How was your overall experience?
James has helped us in many ways. My kids lost
their dad back in 2013 we faced many challenges with finances, especially navigating the
complicated Social Security system for a
disabled young adult. James is a wealth of
knowledge regarding Social Security, guardianship, self-direction plans, etc. James is always
available to answer questions (and I frequently
ask many questions). I feel that my questions
are always answered and James and his team
are always helpful.
What advice would you give families who are
planning for their loved one?
I would advise families to set up a financial plan
for their special needs child with a professional.
Definitely have a Will!! I would also suggest looking into a self-directed plan because there are
many services that could be covered financially
by the plan.
For more information on Upstate Special Needs
Housing Options visit upstatespecialneeds.com

Article by Nicole VanGorder
It was over a glass of wine on a summer evening
and a ‘what if’ that led to my husband and I
building what is now Upstate Special Needs
Planning and later Upstate Special Needs Consulting.
As the evening went on, the prospect of it all
seemed attractive and became more and more
of a reality in my mind; I worried about who we
would become as a couple if we worked
together. After all, we had just bought a house
and got engaged. How would we make this
work? What would people think? What would
be the impact financially? Would we kill each
other!? All of these were very real concerns and
thoughts that raced through my mind. James is
a charismatic, kind and energetic man whereas I
am much more introverted, usually deep in strategic thought and driven by results. Knowing
this, how would this change our dynamic and
color who we are as people and more importantly, as a soon to be married couple?
There’s a saying in business that when a startup
is first trying to gain lift off, there are periods of
evolution: forming, storming, and norming. We
had to do and still continue to do all three in our
personal and professional relationship! Through
these evolutionary phases, we have come to
learn some tough lessons. Here are a few take
aways that we have come to understand.
It’s all about values
Early on, before the business was even a

thought, James and I committed to understanding what our personal values were going to be as
a couple. Dedication to self-growth and open
communication has been at the pinnacle of who
we are as a couple. In our professional partnership we have blended our personal values and
our professional values in building our business.
We decided early on to be ‘social entrepreneurs’
with a commitment to the community and
making sure that we are a ‘family friendly’ business to clients and employees. James and I may
not always go the same speed but we are
always together, going to the same place!
Honest and open communication
James and I worked together for two years
before starting a business together so we were
well briefed on each other’s quirks and tendencies. If we didn’t work together prior I am not
sure that we would have entered into business
with one another. A key in keeping our professional and personal lives afloat has been honest
and open communication...sometimes brutally
honest! The kind that forces you to look inward
and challenge your emotional intelligence. On
our team we encourage candid and thoughtful
feedback in the moment in order to better
ourselves and remedy any issues that arise.
Drawing the line
Because of our personal relationship, James
and I take great diligence in trying to avoid any
issues at home folding into the workplace and
vice versa. We have had to instill boundaries
around our conversations. This has been a hard

skill to develop and we have really had to work at it.
James and I are very transparent about our
future goals, finances and expectations. Being on
an all-female team, I am able to connect with some
of our staff in ways James simply cannot! While
we have different relationships with our employees, I feel we create value in the workplace in
different ways. A promise I try to honor with my
employees is that ‘our conversations are always
our conversations’. I think keeping that line clear
keeps not only our employer-employee relationship sacred but it’s also smart from an HR stance.
Feeling safe and being able to be yourself in the
workplace is very important to James and I.
The ultimate team work test!
There is no room for ego if you are running a business with your spouse. Plain and simple. You are
racing towards the same finish line together, but
you will never finish the race if you don’t get out of
each other’s way. Over the past year we have
really focused on a strengths based team model. It
is a model that harnesses everyone’s strengths in
order to yield the highest quality work and workplace happiness. As a couple and in the work place
we have had to learn that just because we CAN
doesn’t always means we SHOULD. If James is
better at something than I am and enjoys doing it, I
back down. When James needs help, he asks for it
and vice versa. We divide and conquer to work

towards the same goal.
Respect is the Cornerstone
Mutual respect and appreciation has been an
important aspect in both our working relationship
and at home. I can think of past relationships,
friendships and interaction with professional
colleagues where respect was not present and
things ended poorly. James and I above everything else have respect for one another. While
respect has been somewhat easy for us, appreciation has not. James and I recognize and receive
recognition in different ways. Learning how to
motivate and celebrate one another has been
another skill we have had to work on. Simply
asking how your partner or employee wants to be
recognized is a great start.
Last but not least, we Dream Big together
I preach and encourage visualization of our personal and professional goals as much as I can.
Sometimes I think James gets tired of my pushing
but at the end of the day we both appreciate and
have genuine excitement about the energy we are
creating as partners in the workplace and in life.
Nicole is the Chief Operating Officer at Upstate
Special Needs Planning/Consulting and is a freelance small business consultant.

OUR TEAM

IS OUR FAMILY
Article by Nicole VanGorder
Making the case for sneakers
‘I like your sneakers’ I said, pointing to my
friend Craig’s green Chuck Taylors. ‘Thanks.
We give them to all of our new agents who hit
a certain benchmark in our organization.
They started as a joke but kind of morphed
into this thing and soon enough everyone
wanted a pair!’ Craig chuckled and walked
away as I thought what an odd but ingenious
idea it was! It reminded me of an article I had
read a few months prior about DefJam
Records. In the late eighties DefJam jacket
gifted the iconic jackets to the people who
had ‘made it’ as part of Russell Simmons’
official entourage and everyone wanted
one. On a greater scale the jacket was a
symbol of loyalty and at the time, company
culture which revolved around a tightly
woven network of individuals.
I didn’t think sneakers or paperweights were
going to do the trick, but I couldn’t help but
wonder what I wanted to do to make our
organization, an AWESOME organization to
work for; more importantly, a place where
people would feel valued and would want
‘the sneakers.’ With that thought in mind, I
considered and created the following which
have proved to be not as cool or savvy as my
real estate friend’s sneakers, but these small
details have become the fabric of our culture
and I couldn’t be more proud.

Sarah Daniels’ Children
Paisley & Matthew

Shlynn’s Daughter Lydia
Mary’s Son Evan

Flexible Hours
Our team is currently all female with the
exception of James, so being flexible is definitely appreciated when employees have
other commitments outside of work that
they are juggling. Also, knowing when to be
flexible to situations that arise. For example,
letting employees come in late the first day of
school or changing an employee’s schedule
so they are leaving 15 minutes early once
their son’s football season starts makes all
the difference.
Employee sheets
I try to listen, but I am human, and I forget
things. Therefore I had our team fill out
sheets about themselves. They asked questions like what is your favorite birthday treat
to what is your biggest pet peeve. Seems
minor but pays dividends when you are looking to recognize employees or trying to get to
know them! Simply put, when in doubt, ASK.
Kids in the workplace
Providing a family friendly experience for not

only clients but employees is hugely important to James and me. Sometimes kids get
sick and need to be picked up or the sitter got
the schedule mixed up and now there is no
plan B. Things happen. We make sure employees know the door is open and there’s
always coloring sheets on hand!
Invest in everyone. Not just your key players.
Would you hire them again? Would you be
relieved or happy for them if they went
somewhere else? I read that in ‘Good to
Great’ by Jim Collins. Whether it be a conference, class, webinar or simply reading a
book. We make sure to invest in ALL of our
employees as they are our biggest and most
valued investment as a company.
Accommodations
Making sure everyone feels safe and welcome is the most important thing I can do for
my team. Small things like making sure there
are adequate accommodations for everything from breast feeding to giving people
paid time to volunteer or take a mental
health day show you genuinely care.

James with sisters Nathalie & Emily

Article by James Traylor

typical student or child.

My youngest sister Nathalie has always
struggled with social mores such as telling a
“white lie”. Whether it be the obvious “Did you
have a nice time with your friend?” question to
“what did you think of your sister’s music
recital?” Nathalie would always tell it how it is.

Lessons

ME: “Nathalie how do I look in this shirt?”
NATHALIE: “You look really big….”
WAITER: “How did you like your dinner Ms?”
NATHALIE: “the burger was good but the fries
smelled like feet…”
However, as Nathalie has grown older she has
developed the ability to tell subtle white lies
when it suits her. For example we discovered
she had convinced friends of the family that she
couldn’t cut her own chicken due to her disability.
FALSE! She told her aid that she had spent lunch
money on nutritious sandwiches (SOUR PATCH
KIDS). As a result well intending professionals
often fall prey to Nathalie’s subtle use of her
disability to get out of things she simply doesn’t
want to do. Over the years we have observed
various systems mistaking her resistance to a
task as the inability to accomplish the task.
When our firm assists individuals alternative
housing strategies we often hear “I didn’t think
my son/daughter was capable of _______.” We
find that in many cases an individual has the ability to work outside their comfort zone but may
not have been challenged the same way as a

1. The only way to ride a bike is to sometimes
take a chance and peddle even if you could fall
and skin a knee. Just because someone is living
with a disability doesn’t mean that they can’t
experience a failure like the rest of us.
2. Systems can sometimes enable behavior that
is not beneficial towards independent living
skills. Working through “can’t” vs. “doesn’t want
to” is an important objective for all of us.
3. Trust but verify has always served us well
when dealing with certain behaviors (especially
Nathalie’s love for Sour Patch Kids!)
James is the President of Upstate Special
Needs Planning and proud sibling.

James & Nathalie at the Strong Museum of Play

FAMILY

Kim & Mike Buda knew finding a home and
creating a plan for their son Ryan would
have its challenges but were committed in
knowing that Ryan having his own home was
what was best for him. After connecting
with Upstate Special Needs Consulting and
later TouchStream Solutions, they were able
to create a successful living situation and are
helping Ryan meet his full potential more and
more each day.
What prompted you to move?
‘We felt we were not going any further in the
situation we were in. I (Kim) wanted to take
the situation under our control where we
could make good choices as a family as to
what was best for Ryan. We were in the
framework of an institution that didn’t work
for us. In his group home, Ryan couldn’t comfortably play his games, relax or have his
own space. I was also worried that he wasn’t
learning the type of skills around living independently that we wished for him to have.
Since moving out, we have worked on tasks
like how to write a check and pay bills. In our
previous group home situation there was no
mechanism to teach or refine skills like that
and we did not want Ryan to be dependent
on others.’
What were your biggest challenges in this
process?
‘There were not so many challenges as there
were more learning curves. Remembering to

check the mail, take out the garbage, regularly test smoke detectors, sweep the walk
are all things we have had to build skills
around.’
What were your biggest fears?
‘Acceptance in the community. We wondered if we should tell people he is autistic.
Luckily we have great neighbors and everyone has been welcoming.’
What has it been like since he has moved
out?
‘Ryan wanted to be able to go where he
wanted and needed to be close to things.
Since he doesn’t own a car we knew a community with safe walking areas was very
important. Since moving out, Ryan has joined
a gym, went on his own to the DMV to obtain
a non-drivers ID and learned how to use an
ATM card. He walks to church and back home
on his own. Community hab helps him get to
things like hair cut appointments and places
that are beyond a reasonable walking
distance.
What role
played?

has

TouchStream

Solutions

‘TouchStream has been very user friendly.
From a purely organizational standpoint we
are in a better place. The technology allows
there to be checklists and structure for Ryan
to follow. We have been working on safety.

We have regular fire drills thanks to plans by
Prevention 1st and TouchStream. We talk
about not just safe evacuation but how to
put out a small fire. TouchStream prompts
Ryan each month on how to do safety
checks.
What role has Upstate Special Needs Consulting played?
There are a lot of things no one tells you.
James and the USNC team have helped us
navigate benefits in a way we could understand. Even if it was just knowing how to fill
out forms the correct way. James always
kept the whole picture in mind while we
were doing long term planning. The USNC
team has been our necessary backup.
Someone from the team always answered

our calls and we never worried if someone
would get back to us. James would call us on
the road and even after hours!
Things constantly change and we had a fear
of is this the right thing? Is this best for Ryan?
USNC has a comforting way in understanding how and what to keep in place to support
the long term.
What would you say to parents who are
looking to go off on their own?
People need to be prepared that a lot is on
you. Don’t assume everyone else is going to
take care of things. The sooner the better
you are in planning.

SC I OTO

Article by Nicole VanGorder

Caring for a loved one with mental health
issues can be both a frustrating and taxing
experience for all parties involved. Often
families do not know where to turn for help.
Sometimes a diagnosis or signs of mental
illness do not happen until the person is an
adult. Or perhaps the mental illness hasn’t
been properly diagnosed and therefore
documented. As a person ages, benefits and
supports are typically set up to fit a “square”
diagnosis into a box. The government agencies that provide dollars for said services
often behave in silos with little communication or overlap between them. This can be
particularly frustrating to a family who is
trying to get help for a loved one.
So what do you do when you have a loved
one who has mental health or substance
abuse issues? These issues can often be an
embarrassment and major stressor to the
family. The line between enabling and empowering is often blurred and certain
behaviors can make boundaries hard to
maintain. Many times when I am getting a
phone call from a parent or family member

of a loved one with mental illness or substance abuse, the problem has become a
crisis and the planning my firm is able to do
often becomes ‘reactive’ instead of ‘proactive.’
SETTING BOUNDARIES
Have tough conversations before a problem
becomes a crisis
Talk early and often with the individual’s
circle of support. Consider speaking with
professionals who can help you make the
best choice when planning for the financial
future of an individual with a mental health
issue or substance abuse. Where appropriate, tools like Special Needs Trusts and
opting for a corporate trustee/outside professional to act as trustee can be helpful.
Keep in mind your own mental health
There is nothing wrong with selfpreservation and sometimes especially in
situations where you are in a role of constant
support, you need to know when to take a
break and have YOU time.
It’s OK to say NO!
Many who are in a role of sudden caregiver

or trustee can find it hard to say no to their
loved one. Especially if the individual is a
sibling and your relationship has now
changed from what the dynamic was at one
point. It can feel it is wrong but drawing hard
lines is sometimes necessary and best for
both parties.

work.
Last but not least! In times of uncertainty,
lean on community resources! Below are
four great organizations to consider.
1. MHA
www.mharochester.org
(585) 325-3145

Know how far you are willing to take things

2. Villa of Hope
www.villaofhope.org
(585) 865-1550

In the case of substance abuse or when
someone has been diagnosed with a mental
illness that makes them behave violently, you
need to have a game plan and manage your’s
& the individual’s expectations. For example,
maybe you will help your brother find a place
to live but living at your place is not something you are willing to do. Or maybe you are
willing to help your daughter find a job but
she has to demonstrate some initiative and
be willing to show up and put in the hard

.

3. East House
www.easthouse.org
(585) 238-4800
4. NAMI
www.namirochester.org
(585) 423-1593

.

Article by Megan DeFranco
I recall the first day I met Sarah when she
became a member of the volunteer team at the
Eastside Y. That was about 4 years ago and
Sarah remains a stellar volunteer and an
engaged member of the Y family. She enjoys
her volunteer role as a greeter at the Y twice a
week and welcomes the members as she scans
them into the facility. Sarah is great at connecting people and brings a ray of sunshine into the Y
every time she works. She is excited to be at
work and has developed a special conversation
topic with several staff that makes talking with
her fun and nurturing for both parties. Members
love to see her at the front desk!

group home environments.
The YMCA of
Greater Rochester utilizes over 160 years of
experience in human services, wellness, child
development, aquatics, senior engagement and
more to create and sustain a vibrant and livable
community for all.

Sarah also works out at the Y riding the recumbent bike and strength training with free
weights. On her days off from the Y, she lends
her volunteer talents at The Strong and Holy
Childhood.
The YMCA of Greater Rochester is uniquely
positioned to engage, support and empower
people with diversibilities. Inclusive facilities
and physical spaces, as well as thoughtfully
trained staff make the member experience individual in a welcoming atmosphere. The Y’s
Fitness Inclusion Task Force engages key community stakeholders who are experts on inclusion as advisors. Our Community Health Partnerships increase access to YMCA membership
and programs for partners who serve adults in

Megan is the Director of Development at YMCA
of Greater Rochester

AGING

SHOULD I TRANSFER MY HOUSE
T O

M Y

C H I L D R E N ?

Article by Kristin Jonsson
The family house is often the most cherished
asset. It is easy to ask the question, “How can I
protect my house?” To the surprise of many,
transferring the house to the children is often
not the solution. In fact, a transfer can negatively affect taxes, nursing home planning and
asset protection planning.
If the home has been owned for many years, it
probably increased substantially in value. A sale
would create a capital gain on the difference
between the cost basis (generally the purchase
price) and the sales price. That creates the
potential of significant tax. While the sale of
one’s own home usually qualifies for a capital
gains tax exclusion, that benefit is lost if the
home has been gifted to children. When the
children sell, they will incur capital gains tax on
the entire appreciation! With capital gains tax of
approximately 20%, that can create quite a tax
bill.
Second, the transfer of a home will create a
potential period of ineligibility for Medicaid if one
later needs nursing home care. A transfer may
be a viable planning tool, but without considering all the facts, this may leave the potential
nursing home resident without assets to cover
the cost of care. The effect on one’s entire estate
and long term care plan must be analyzed
before making any transfer.
Finally, regardless of the age of beneficiaries,
one should consider the beneficiaries’ current
and potential financial picture. Transferring the
home outright to a beneficiary leaves the home
exposed to the financial endeavors of that beneficiary. A divorce, disability, death, bankruptcy,

lawsuit or other financial disruption can leave
the home exposed. The best of intentions in
transferring the property could inadvertently
lead to a forced sale of a home to satisfy the
debts of a beneficiary.
In some circumstances, an outright transfer of a
home may be beneficial. Perhaps the home can
be transferred with a retained life estate. However, that too leaves open almost as many
potential pitfalls as an outright transfer. Usually
trusts can be used to hold title to real estate and
usually trusts can be drafted to avoid all of the
adverse affects of making a real estate transfer. In any case, one must consider all facts and
circumstances, the tax laws, the Medicaid regulations and any other factors before making any
decisions. Making the wrong choice can have a
devastating effect on the family and the family
home.
For more information visit Kristin and Pellittiere
& Jonsson PLLC at www.pjestatelaw.com

Article by Tricia Marsherall, MBA
What is Happier at Home?
Happier At Home provides non-medical companion care services for the elderly and those
with developmental/intellectual needs. We
improve the lives of our clients by providing
compassionate, one-on-one care in the comfort
of their home or wherever they reside. Our personalized and affordable home care services
are available 7 days a week and can range from
one hour a day to 24-hour care.
Why are you different from others?
Happier At Home aims to provide compassion,
independence, and respect for the clients we
serve. We aim to keep the same caregiver with
the same client each shift, to provide continuity
in care. We can provide as little as one hour to
24/7 care, and all of our caregivers are our
employees, rather than contracted workers. All
of our caregivers go through phone screenings
and in-person interviews, criminal background
checks, DMV record checks, drug screenings,
personal and professional reference checks,
and are all insured with general liability, disability insurance, worker’s compensation insurance
and bonding insurances. We are also a preferred provider of the Alzheimer’s Association,
and have caregivers specially trained caring for
those with memory loss issues.
What are your services?
Happier At Home provides service in many
settings. We know that individuals’ circumstances are unique, so we come to you no
matter where you need us! We regularly provide care in private homes and apartments,

independent & assisted living communities, hospitals, skilled nursing facilities, and rehabilitation
centers.
We offer three service lines:
Companion care: meal planning and preparation, transportation, shopping and errands,
housekeeping, stripping the beds and laundry,
set-up and monitoring of bathing and dressing,
companionship and mental stimulation, specialized Alzheimer’s caregivers and dementia
caring, encouragement and monitoring of exercises, overnight services, respite services and
information and referral services.
Case Management: Case Managers are health
and human services specialists who act as a
guide, advocate and resource for families caring
for our clients. They provide personal attention
and focus on the client’s specific situation, goals,
and needs. Our Case Managers may attend
medical appointments with your loved one and
provide feedback to the appropriate family
members. If hospitalized, the case manager will
work with hospital staff and attend discharge
conferences to help develop a discharge plan
focused on your goals.
Medication Machine: we offer a medication
management system that can dispense a
90-day supply of up to 16-different medications
to help keep your loved one compliant with their
medications.
How can clients afford Happier at Home?
There are three sources of payment:
1. Private Pay
2. Veteran’s Aid and Attendance Benefit
3. Long-term Care Insurance

What is some sage wisdom you would give a
caregiver when choosing a long- term support
strategy for their loved one?
Discuss the things that your loved one and family
place the most value on. Things to consider in
regard to this are the loved one’s personality,
their desire to be active within the community,
how social or inhibited he/she tends to be, the
location of services (does the family wish to visit
often if they are not living together?), will there
be continuity in a caregiver, and how will
services be paid for?
Discussing these points will help to determine
what setting is best for your loved one, and
which company could provide the things that are
important to you or your loved one, whether
remaining home or in a group setting. Talk with a
professional care manager and experienced
financial advisors to assist you in the resources
that may be available to you, and to discuss your
questions and concerns. Speaking with professionals will also bring to light any points that you
may not have thought about or need to be educated about. Most of all, you must have confidence in your professional partners, and feel
that they are compassionate and empathetic.
We were contacted by a woman that was
placed in an assisted living facility after a recent
hospital stay. She had short-term memory

issues, was no longer to drive, and was noncompliant with her medications. As a result of
her poor memory, she was taking more pain
medications than she was prescribed, which put
her at risk for falls, problems with elimination,
and further worsened her memory. Prior to her
illness, she was living independently and active
in the community. She used to volunteer at the
zoo, which kept her connected to friends and
gave her self worth. Her family contacted us to
see if we could help to bring her back to her
home.
She returned to her independent setting with
our care plan in place. Our care plan included a
visit from our caregiver for 2 hours every day to
bring her shopping, prepare her meals, take her
and her dog to the vet, take her to appointments, provide companionship, and act as a
liaison with the family, and much more. Her
medications were controlled and administered
by our medication administration machine that
our nurse manages for her. She now is safely
living in an independent setting, she is compliant
with her medications, she is happy at home with
her dog, and she was able to resume her volunteer activities at the zoo.
Tricia M. Marsherall is the Vice President at Happier Home. Interested in learning more? Visit
happierathome.com

Article by Karen Webber, CPA

Propose Solutions

We all know that as we age, physical ability
declines. Changes in mobility and dexterity are
often the first signs that our grandparents, parents, friends or even siblings have arrived at old
age. Of course we all dread the day that we
have to take Mom’s keys away, even though we
know it is only for her safety. But what about
the day we have to take her checkbook too?

Consider having financial discussions like these
on a regular basis so that changes in behavior
are more likely to be detected. Make sure beneficiaries are appropriately designated and wills
are up to date. It is important to remember that
though you may not agree with Grandpa’s
wishes, beneficiary decisions are his alone to
make. He should also have a Power of Attorney
(POA) and Health Care Proxy (HCP) signed.
Fortunately, one individual does not have to
assume sole responsibility for managing his
affairs when the time comes. Individuals may
appoint co-POAs or co-HCPs, and New York
State also allows principals to designate a monitor for their agents under a POA. A trusted
attorney can help individuals understand their
options for end of life planning. No matter who is
appointed agent(s), make sure they fully understand the meaning of fiduciary duty and their
specific responsibilities for recordkeeping and
decision-making under the law.

Understand Patterns
Know where your loved one banks. If there is a
specific teller they go to, make note. Chances
are that this teller knows more about your loved
one’s spending habits than you do. How does
Dad pay his bills? Check? Debit card? Online?
How does he like to give gifts? To whom and
how often? Does he expect this to change in the
future? Does he continue to balance his checkbook? Will his income, assets, and insurance
cover anticipated long term care and medical
costs in addition to his current spending?
Recognize Potential Problems
The ability to make out or sign checks could be a
problem as dexterity declines; but does
Grandma know that cognitive decline may prevent her from even understanding what checks
she’s writing, long before her penmanship fails?
Is she aware of the prevalence of financial
exploitation of the elderly, including phone
scams, identity theft, contractor fraud, and
power of attorney abuse, and how to report
suspicious behavior to the proper authorities? Is
she comfortable asking for assistance from a
trusted friend or relative when she needs it?

For additional resources on planning for aging
loved ones, contact a local elder services organization or elder law attorney. If you suspect that
a loved one may be victim to financial or other
abuse, contact your county’s adult protective
services agency.
Karen is the owner of Webber CPA, PLLC

ORGANIZED
C H A O S
Article by Sarah Daniels
ISP’s, IEP’s, OPWDD, MSC’s, 504’s, Medicaid,
Medicaid Waiver, ….. the list seems endless at
times. How do we keep everything organized
and up to date when the paperwork keeps
flooding in from school, doctors, providers and
the mailbox?
Here’s a few tips to help you help your children
1. Color code. If you have a spot for important
paperwork, integrate colored folders so you can
identify quickly when you need it fast. Pick the
colors you like so it won’t seem so daunting!
2. Separate. In a world where the organizations
seem to not speak to each other at times, it’s
best to keep all their documents separate as
well. For example, anything from Medicaid goes
in the red folder, Individualized Service Plans
(ISP) and information from your Medicaid Service Coordinator (MSC) gets a green folder. You
can color coordinate as you like.
3. Electronic Filing. If you can, store them in the
cloud. I use Google Drive mostly. I have a folder
for my son and anything I need to keep gets
scanned into his folder. TIP: For those with
OPWDD Eligibility this is a life saver! You will
often need that eligibility letter for various items
throughout their life. You never have to go
searching if you have it electronically to print.
4. Purge. It’s so hard to throw out anything,
especially when you want to keep a history of
progress and records. Scan and save electroni-

cally is best. Otherwise, only keep a year to two
years at a time. I keep the most recent IEP and
the previous one for comparison if needed. If
you received your updated Medicaid renewal
confirmation, keep that and toss the old.
Trying to stay organized when your day is
already full can be tough. Make a change slowly
if needed. Don’t look at the giant pile of “To File”
items. Start with new things that come in. If you
have a smart phone I’d recommend a scan app
like TurboScan or something similar. You can
scan to your phone and save in your file. Place it
in a new colored file if you want to keep the
paper version as well and go from there. Eventually, that “To File” pile will be old and most likely
can be shredded.
Sarah is Upstate Special Needs Director of
Client Services

Article by George Gray, Esq.
Q: What is the purpose of a special needs trust
and how does it work?
A: A special needs trust (“SNT”) is a trust established for the benefit of a person with a disability
(the “Beneficiary”) which does not jeopardize his
or her eligibility for means-tested governmental
benefits, such as Medicaid and Supplemental
Security Income (“SSI”). The use and purpose of
a SNT is to provide funds to the person with a
disability for items which supplement but do not
supplant any means tested government benefits. Most importantly, the property and assets
in a SNT are disregarded as a resource of the
Beneficiary for purposes of determining his or
her eligibility for these benefits. Medicaid and
SSI are means tested government benefits, and
in 2017 the resource threshold for Medicaid is
$14,850 and $2,000 for SSI.
A first-party SNT is established by a parent,
grandparent or guardian of a person with a
disability or by a Court on behalf of the person

with a disability. Recent Federal Legislation now
allows the disabled Beneficiary to establish
his/her own first -party SNT if the Beneficiary is
mentally competent. A first-party SNT must be
established for the benefit of a person with a
disability who is under the age of 65. Once the
first-party SNT is established it is funded by the
Beneficiary’s own property and assets. A firstparty SNT must provide that the amount
remaining in the SNT at the death of the Beneficiary will be paid to reimburse the State for the
total Medicaid paid on behalf of the Beneficiary
during his/her lifetime. It is for this reason that a
first-party SNT is also called “pay-back trust.”
A third-party SNT is established and funded for
the benefit of a person with a disability by a
person other than the Beneficiary him/herself,
such as a parent or grandparent. Unlike the
first-party SNT, a third-party SNT may provide
that the assets and property that remain in the
SNT at the death of the Beneficiary can pass to
anyone the Grantor chooses and is not required
to “pay-back” the State.
For more information visit www.gfrllp.com

Article by Janet Graves and Jessica
Ryan-Soucy
Filing requirements:
If you have been named as Trustee for a Supplemental Needs Trust, there are some important
things to keep in mind. A trust is considered a
taxable entity and may be required to file tax
returns, specifically, Form 1041. Form 1041 is due
on April 15th of the year following the tax year
for which the income is being reported. A
5-month extension to file can be requested.
Structuring of the trust and why it matters:
The type of trust can affect the trust’s reporting
requirements and tax liability. There are three
types of supplemental needs trusts to keep in
mind: a qualified disability trust, a first party
special needs trust and a third-party special
needs trust. There are specific filing rules for
each one of these which impacts not only the
amount of tax that the trust will pay but could
also impact the tax the beneficiary might pay.
A qualified disability trust receives an exemption from income equal to the amount allowed to
individual taxpayers ($4,050 in 2017, subject to
phase out for high-income individuals) rather
than the smaller ($300 or less in 2017) exemption allowed to other types of trusts. To be
eligible for qualified disability trust status, the
trust must be established for the benefit of an
individual under age 65 who is determined
disabled as defined by the Social Security
Administration.

A first party special needs trust is funded with
the assets of an individual with a disability and is
generally classified as a grantor trust. First
party special needs trusts allow the disabled
individual to exclude the assets held in the trust
from means tests and therefore participate in
governmental benefit programs such as
Supplemental Security Income (SSI) or Medicaid. Grantor trusts file an informational return
on Form 1041 which carries the income from the
trust to the beneficiary’s personal income tax
return.
Third-party special needs trusts are funded by
an individual other than the disabled individual.
These trusts can be considered grantor trusts if
the individual funding the trust reserves certain
rights over the assets held in the trust. The
grantor trust income would be reported on the
individual’s return who funded the trust. If the
individual funding the trust retains no rights,
powers or authority over the assets held in the
trust, a non-grantor trust is created and the
income is reported on Form 1041.
Knowing when to seek assistance:
There are many nuances in the creation of a
trust and the resulting reporting requirements.
The Trustee should seek the assistance of a
qualified tax professional who specializes in the
preparation of fiduciary tax returns. A tax professional specializing in fiduciary taxation can
provide effective and efficient advice and has
the experience necessary to ensure income and
deductions are reported properly.
For more information on DeJoy, Knauf, & Blood
LLP visit www.teamdkb.com

Technology
in the home
Article by Meghan O’Sullivan
What is at home technologies? Who are you?
At Home Technologies LLC mission is to assist
families and organizations in the identification
and use of assistive technologies that will support greater independence in the home, such as:
medication management, individualized telehealth and remote supports like cooking safety,
audible prompts for daily routines, general
safety like falls, opening of doors during the
night or other activity. We partner with leading
technology providers like SimplyHome, to provide customized solutions that can support
greater independence.
My name is Meghan O'Sullivan and I am a Managing Member at At Home Technologies LLC. I
began my career as a registered nurse (RN). I
received a Masters in Nursing in 2001. After
working in major hospitals and clinics around
New York City I saw the pressing need for assistive technologies to maintain and increase independence in the home. In 2009 I felt that technology had advanced to a point where it could
provide tailored supports to individuals and
families so I founded At Home Technologies LLC.
The company's mission is to assist families and
organizations in the identification and use of
assistive technologies that will support greater
independence.
What are some of the trends you see happening
in adaptive technology?
One of the big trends in technology is integration.
By enabling devices to integrate and communi-

cate with each other the options for tailored
supports are greatly expanded. For example;
telling Alexa that you are going to bed could initiate a whole host of changes in room temp, locking of doors, turning off TV as well as communicating out to a loved one or support via text
message. It could also initiate a different set of
"rules" for alerts. You could even get a prompt
to get up in morning if you are not out of bed on
time. During the night the system would provide
passive support by alerting staff or loved ones if
you get out of bed and are not back in bed within
a given time frame.
What is an example technology has been used in
the home successfully?
Technology can be a terrific support for someone with special needs. I have worked with an
individual in Albany who really wanted to move
out of his IRA. He is a middle-aged man and he
wanted his own space. There were a number of
concerns that both family and staff had about
him living on his own. Their concerns were
issues that we very commonly see. Would he
remember to take his medications properly?
Would he cook safely? When he lived in the IRA
staff needed to prompt him about getting out of
bed in the morning and out the door for work.
How would that be handled in his new apartment? By using a network of sensors and some
automated prompting as well as a Medication
device he has been living on his own for more
than a year now with staff support when he
needs it rather than all the time.

What are some of the concerns around technology? How do you respond to them/what are
some solutions?
There are three main concerns that come up
with families and organizations when talking
about using technology. One of them is the fear
of "big brother" watching. Another is what happens when the technology doesn't work and the
final concern is often how to pay for technology.

leave early there should be a plan for what happens if the technology encounters a problem.
"How do I pay for the technology?" There are
several different avenues for setting up the
technology so that it is affordable.

For concerns regarding "big brother" it is important to look at the technology use in the context
of the other options. If the alternative is having a
person sitting on your couch waiting for you to
need them then perhaps the in person support
is more restrictive. If the technology is not supporting a real need then perhaps the technology
is invasive. Understanding the role that the
technology will play in the overall supports is the
only way to determine whether or not it is
appropriate and only the individual and their
support team can make that decision.
"What happens when the technology doesn't
work?" This is an excellent question. I encourage everyone to address this by making a plan
before beginning to use any technology. Just as
you have a plan for when a staff member
doesn't or can't arrive as scheduled or has to

For more information
tech4dd@gmail.com
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Article by Mary Baldwin
One of the best parts about being a parent is
helping your child navigate through life. It
takes a village to raise a child, especially a child
with special needs.
Below are some ideas on how to help your
family run more efficiently. Concentrating on
one important change in routine can better
your home life for the family. You don’t have
to do it all, just start with one goal:
• Food: Do yourself a favor, make mealtime
everyone’s responsibility. Each week, each
family member picks a dinner & helps prepare said dinner.
• Bedtime: With today’s overstimulation of
children’s lives, they need a quiet sleeping
space. Limiting electronics and distractions
in the bedroom will help kids get a full night
sleep.
• If you are not going to follow through on a
consequence, don’t give it.
• As a parent or caregiver you need to take
time to do something you enjoy outside of
parenting. Like everything else in life, plan
this time and make a goal to do so once a
month. Your self-happiness has a direct
correlation to helping your children.

Article by Mary Baldwin
Sensory activities can help develop children’s
motor skills, language, and behavior. Everyone in the family can benefit from sensory
craft. Here are directions to create your own
Zen Garden!
1. Gather needed supplies: bowl or plate, any
color sand, river stones, and bamboo skewer
2. Pour sand into bowl or plate
3. Arrange the rocks and draw a pattern in the
sand
Zen Gardens are used as a form of meditation
and relaxation, while enhancing your creative
flow. Keep them around your house as decorations. Plus, Zen Gardens make a great gift!
Mary is Administrative Assistant at Upstate
Special Needs and Fulltime Super Mom!

Article by Anita O’Brien
I am a Certified Therapeutic Recreation Specialist (CTRS) with 20 years of experience working
in the community to bring recreation to individuals with disabilities. In 2015, I started Rochester
Accessible Adventures (RAA) because I want to
change how our community provides active
recreation opportunities for individuals with
disabilities. I want REAL TIME INCLUSION
because that’s how people recreate! You want
to be able to do activities with the people you
like, when it fits your schedule, and at businesses where you know the staff are knowledgeable of how to include everyone!
RAA transforms recreation businesses to
include people with disabilities. I train businesses front end to back end -- on adaptive
equipment options and how to use them, on
disability culture/awareness to be able to work
with a variety of people, and even help them
with their social media and web page
operations.
True inclusion is a way of business – not a program!
Because of our partnership with Erie Canal Boat
Company in Fairport, NY, they now operate
inclusively, offering BOTH adaptive and standard cycling and paddling equipment rentals
whenever the business is open. And because of
our partnership with Pickled Power, Bob Stokes
now instructs pickleball inclusively at any of the
various recreation centers where he teaches.

You and your family/friends can now take part
in these any time these businesses are open.
Our work continues with Victor Recreation
Center this Fall as well as a growing list of other
recreation facilities in Monroe County. Follow us
on Facebook for REAL TIME updates on REAL
TIME INCLUSION in Recreation!
Anita is the Executive Director of Rochester
Accessible Adventures

THE SOCIAL EXCHANGE
CONNECTING OUR COMMUNITY
FOSTERING FRIENDSHIPS
EMPOWERING INDVIDUALS
PRESENTED BY UPSTATE SPECIAL NEEDS consulting
Does your child with special needs struggle to make friends?
Is your adult child searching for a roommate?
Is your child going through or nearing transition out of high school?
Are you looking for other special needs parents to connect with?

Join us! Please RSVP at
www.socialexchangerocs.com

