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Katie’s Corner

What You Don't Realize About the Dad Behind the Diagnosis

When you become a parent, it changes you.
But when your tiny, brand new baby is given a life-altering
diagnosis that thrusts you into the world of special needs,
it really changes you.
Some people change for the better and some change for the
worse. Your relationship with your spouse can get stronger or
it can fall apart. The first few years of this new life will reveal
that change. Slowly but surely, you’ll see it developing. And in
the end, many husbands and wives make it through the rocky
path and learn to navigate this new life together and their
relationship not only survives, but thrives.
When your relationship is strong and makes it through, the
dad behind the diagnosis will become a different man. He’ll
become someone that you will love exceedingly more. He’ll
listen more and learn patience. He’ll see things in everyday
life with new eyes. He’ll think more with his heart, rather
than his brain. His eyes will well up with tears at the sight of
your beautiful miracle child doing something ordinary that
he or she was never “supposed” to do. All of these changes
are due to your child who was born with special needs.
In these relationships, 98 percent of the time, the mother’s
life revolves around the child with special needs. It is usually
the momma who brings them to the doctor appointments
and therapies. The momma packs her bag and stays by their
side for hospital admissions. The momma will often leave her
job to stay home and care for this precious child. It is usually
the momma who keeps everyone abreast of the child’s
health. It is the momma who openly expresses her feelings
about living this wonderful, yet difficult life.
And it is the momma who is usually seen crying as she endures yet another blow of bad news from the doctor. From
the outside looking in, it seems the momma carries most of
the load. However, nothing could be further from the truth…
The dad in this picture is often overlooked. Most of the time,
Dad is working. A lot. He finds himself at work wondering how his child’s day is going more often than not. Finances
usually depend on his paycheck. If he isn’t working, he is
taking care of the home front and other children, a duty just
as important as any other.

Most of the time, his emotions are hidden by a strong face
and he rarely lets those emotions loose, so he cries alone
when no one is around. Most of the time, he wishes he was
at those doctor appointments hearing the news straight from
the doctor’s mouth because he wants to know everything
just as much as his wife does. Most of the time, he is
silent with his frustrations about this life and he learns to
deal differently. This is often why others forget about Dad,
he plays a quiet but important role.
His heart aches for his child and his mind swirls with thoughts
of what was “supposed” to be. He thinks of how he should be
playing catch in the backyard with his son instead of lifting
him into bed at night because he’s gotten too heavy for
momma to do it. He thinks of how he should be letting his
little girl play dress up with him and having tea parties
instead of setting up the feeding pump that will give her
nutrients through a feeding tube for 18 hours straight.
While he holds onto hope that his miracle with so many special needs will get better, he experiences what true love is
daily through his child and accepts this life, puts on a brave
smile for his family, goes to work to pay the bills and is always there to hold his wife when she feels doesn’t know
what to do or where to turn.
This dad experiences the joy, the heartache, the love, the
fear… all of it. He is willing to go unnoticed, unheard, unseen
not because he isn’t equipped to live this special life,
but rather because he is willing to be the strong, silent backbone for his child and wife. He is selfless and puts his own
feelings aside so he can power through and take care of his
family. In a society where the moms of children with special
needs are constantly praised, the dad is often the unsung hero behind the scenes, snuggling, bathing, giving meds, working and allowing his family to thrive.
The dad behind the diagnosis may be hidden from your view,
but he is there. Quietly supporting his family… and doing an
amazing job.
Kudos to all those great dads out
there who are raising a child with
exceptional needs with their spouse
or by themselves! In case you

haven’t heard this in a while…
You. Are. Amazing.

Katie Corkern

Touch a Truck
Touch a Truck is NFHF’s annual fundraiser and a fun family event where kids and adults have the
opportunity to see, touch, interact with and learn about dozens of cool vehicles. Kids of all ages and
abilities can touch, discover and explore their favorite things on wheels. There will be vehicles representing
community emergency services, businesses, military, construction, tractor/farm vehicles, and cars just to
name a few. Along with the vehicles, there will be food, music, games, and activities. All funds generated
from Touch a Truck help provide much needed services to over 6,000 families caring for a loved one with a
disability across the five Northshore parishes! We hope you will join us!

ON THE COVER
Exceptional People of the Northshore
“Our Jackson loves a stage! He’s never been shy and never let his diagnosis
define him. From the moment he was born he always wanted to be the center of
attention...announcing his arrival by giving the delivery team a “shower” to being
the biggest baby in the NICU.
He’s always shined his light! When he started school he wanted to be a part of
choir. In 3rd grade, he signed up and has never looked back. The stage is his
happy place and singing gives him a joy like no other thing we have ever
watched him do in his life!
When asked to perform motions he may not be able to do them in the same way
as his peers, but let me tell you that doesn’t stop him from rocking with the best
of them! Our heart swells with pride to see him do this just as he has done
everything else in his life...in his own way.”
Jackson, 10 years old
Arthrogryposis Multiplex Congenita
St. Tammany Parish

NFHF News
Please join NFHF is bidding a farewell to Lynne and thank her for her dedication to NFHF and the families we support.
We also welcome Keely as our new Resource Specialist for our organization and community.

Hello NFHF FamiliesI wanted to let everyone know I am retiring. I have worked in
the field of developmental disabilities for 28 plus years. It
has been the hardest, but most memorable work I have ever
done. However, I am at the point in my life where I need to
take care of myself and my family. I love my co-workers, the
individuals and families we serve and all of the organizations
that help people with disabilities.
As many of you know my grandson is on the Autism
Spectrum and I look forward to spending more time with
him and my other grandchild.
I love to travel and hope to be doing a lot of that! At some
point I am sure I will get bored with all my free time and
come back to this field to volunteer.
NFHF is the most remarkable place to work and helps
people with disabilities above and beyond their mission
statement. Remember you are not alone and they are there
to help you.
Lastly, everyone, please keep advocating for people with
disabilities and things WILL change for the better.
Goodbye for now!
Lynne Renihan

I am very excited about starting my journey at NFHF, and
becoming part of such an incredible community organization.
I grew up in Covington and am now the mom of two beautiful
daughters. Before joining NFHF, I worked as a Family Advocate
at SLU Head Start in Hammond. Afterwards, I took some time
off to became a stay at home mom to spend time with my girls.
Now that both of my girls are in school I am looking forward to
getting back to work for an organization that benefits families on
the Northshore.
Keely Cassidy

Support NFHF

NFHF Inclusive Education

What to do when the School and I can’t Agree
Written by Gaynelle Franklin / NFHF Education Liaison

I have had the pleasure of working with Northshore
Families Helping Families as an Inclusive Education
Advocate for the past two and a half years. During
this time I have encountered times when the schools
and parents were unable to agree on matters that
concerned a child’s IEP. When this happens all parties work very hard to resolve the situation as soon
as possible.
The child’s wellbeing is always the main focus.
There are several ways that resolutions can be
done.
One way is for the parent to file either a formal or
informal complaint with the Louisiana Department
of Education. The LDE immediately refers the
dispute back to the parish for an Early Resolution
Meeting. The hope is that the problem will be
solved during this meeting as all involved parties
try to come to an agreement. There is give and
take from both the parents and the school system.
If an agreement is not reached during this meeting,
the dispute falls back in the hands of the LDE. At
this point there can be either mediation or a state
facilitated IEP. Both parties must agree to either of
these meetings.

Mediation is a way to resolve this disagreement with
the help of an impartial third person trained in
mediation techniques. The mediator does not make
decisions. He or she only facilitates the discussion
and decision-making.
A state facilitated IEP is similar to mediation,
however the focus is strictly on the IEP. This step
puts the IEP meeting in the hands of a person who
is not involved with either the school system or the
parent. This process is unbiased and only focuses
on what is best for the child.
At this point the dispute is hopefully resolved, but
in the event that it is not settled it now goes to the
part of the dispute resolution where a decision is
made by the state department’s legal office. This is
referred to as a formal complaint where the state
comes in, investigates then makes a ruling.
The last resort is the due process hearing. This is a
formal proceeding in which the evidence is
presented to an independent hearing officer to
resolve the dispute. This is the point where the
lawyers from both sides get involved. A decision is
made and both parties must abide by the decision.

If you would like more information on this topic please contact our center to speak with an education specialist.

Summer Time is a Great Time to Get Organized!
Get a head start on your IEP prep with this handy guide,
checklist and printables!

Click on the Above Images IEP Resources

We hear Pontchartrain Elementary in Mandeville is doing some
awesome things! One of their outstanding para-educators will be
blessed with a small token of our appreciation.

Congratulations to the lucky winner of our Outstanding Para-Educator
contest, Ms. Whitney Palmer from Pontchartrain Elementary School!
Her nominating parent writes...
“Whitney is truly the best para-professional ever! She has not only
connected with Benjamin but has formed a strong bond that makes him
excited to go to school every day. Ben is non-verbal so he communicates
with sign language and gestures. Whitney has taught herself some sign
language that she teaches Ben in order for him to help participate in
class activities and discussions. Ben makes up signs for all his favorite
people, and Whitney is the only person outside of the family that has
her own sign. Ben sees her as part of his family. She encourages Ben to
participate and work hard as well as have fun. It is very obvious in
her big, bright smile that she loves her job. Benjamin is moving to 1st
grade next year and he, as well as the rest of our family, is going to
miss Whitney being his para-professional.”
What an awesome testimony to a dedicated, extraordinary lady!
Congrats Whitney, thank you for all you do for our students!

Click here to join the Conversation!

Health Care Transitioning

Transitioning from Pediatric Care to Adult Care
by Stephenie Miller
Region 9 CSHS Family Liaison

Young adults with special healthcare needs are transitioning from pediatric physicians to adult physicians
every day across the country. Sometimes this process
can be challenging, but it doesn’t have to be.

Successful transition to adult services for youth with
special health care needs should start early. Youth and
their families should ideally begin planning before the
age of 14.
Pediatric clinic settings offer parents support and
resources to navigate services in which can be carried
over to adulthood with the right coordination of care.
The planning should cater to the young adult, his or her
specific age, and their family. However, it should be
noted that age alone should not determine the time and
extent for transition.
The young adult is embarking on many transitions at
this point in their life (graduating from high school,
college and new to the workforce) and so this transition
must be done in a meaningful, effective way. Families
and caregivers can influence the success of transition
by introducing the process of transition through their
educational plan in high school and in clinic settings.
Ensure the young adult is part of the decision making
team and not only is he or she aware of what is being
discussed, but plays an active role. After all, they are
learning important adult decision making skills when
they participate in these meetings.
Successful and meaningful transition services are the
result of careful planning. The transition should
improve the ability for youth to advocate for themselves
by knowing their diagnoses and the names of their
medications, but also to manage their own health while
effectively using the health services. These health

services will develop healthy habits in everyday life
such as adequate sleep, diet, hygiene and to be a
self-advocate. With the help of health diaries, (all clinic
information disclosed to the patient over the years)
transition would be less challenging for youth with
special health care needs. With the proper tools and
resources, families and youth can transition from
pediatric care to adult care in an effective way that leads
to better outcomes for that young adult.
As a parent myself, I know that letting go and allowing
our son or daughter to start making their own decisions
about their life is somewhat frightening, but with careful
planning the transition can be successful, and ultimately
it will allow our young adults to lead a more
empowered life!
Click HERE for more information and resources on
transition for families and youth.

"There is no greater disability in society, than the inability to see a person as more."
Robert Hensel

NFHF Workshops & Presentaions

July 30, 2018
2:00 pm to 6:00 pm
Ponchatoula Jr. High School
315 E. Oak Street
Ponchatoula, La. 70454

July 31, 2018
2:00 pm to 6:00 pm
Washington Parish School
Board Media Center
800 Main Street
Franklinton, La. 70438

August 1, 2018
2:00 pm to 6:00 pm
Amite Library Meeting Room
204 N.E. Central Avenue
Amite, La. 70422

Register to Attend by email: info@fhfnorthshore.org or by phone: 985-875-0511

Wednesday, July 9, 2018

Tuesday, July 24, 2018

3:00 pm to 7:00 pm

9:00 am to 1:45 pm

St. Tammany Parish Library
Madisonville Branch

St. Tammany Parish Library
Slidell Branch

Please choose the time and location that works best for you and click on the date below to Register to Attend!

Thursday, August 14, 2018
5:30 pm to 7:30 pm
Northshore Pastoral Center
4465 Hwy. 190 Service Road
Covington, La. 70433

Thursday, September 6, 2018
5:30 pm to 7:30 pm
Our Lady of the Lake Hospital / Walker
5000 O’Donovan Blvd.
Walker, La. 70785

NFHF Families Dine Out

Raising a child with a disability is
extremely rewarding, but can also be
extremely lonely.
It’s hard to find people who “get it” and
can truly empathize with the ups and
downs our lives bring.
This is precisely why NFHF created
“Families Dine Out.”
Each month a NFHF staff or volunteer
will host families in a Northshore
parish restaurant so they can eat a
great meal, talk to other parents, allow
the kids to make new friends, and just
be with other people walking in the
same pair of shoes.
This monthly peer to peer support
event has become a family favorite
and we want you to join in on the fun
too. Join us!

Click On Images To Register Today!

NFHF ABLE Club • St. Tammany
NFHF Adult Program Coordinator
Rachael Sykes

The purpose of these events is to provide folks who are 16 and
older with the opportunity to meet new people, have fun and
be included in their community.

Click On Images for Info About Each Event & Register to Attend

Legislative News
Get Involved!
LaCAN is the statewide grassroots advocacy network of the
Louisiana Developmental Disabilities Council (DDC).
LaCAN links lawmakers, individuals with disabilities, and
family members to advocate (support and promote)
inclusion everywhere people with developmental disabilities
learn, work, live and play.
Members are immediately recognized at key meetings by
LaCAN yellow shirts worn when “Yellow Shirt Days” are called.
Advocacy opportunities include visiting legislators, sharing your
families story publicly and contacting legislators on proposed
policy changes affecting your family.

As your LaCAN leader l will support your efforts and provide
training so you can effectively make your voice heard.

The Power of Advocacy!
This year 170 LaCAN members from our region let lawmakers know how proposed developmental disability (DD)
service cuts would affect their loved ones. Their concerns were heard! Legislators made individuals with
developmental disabilities a priority and presented the Governor a state operating budget fully funding the Louisiana
Department of Health. The Governor signed this budget effective July 1, for fiscal year 2019.
Let’s Celebrate!
LaCAN Summer Social, 11 AM – 12:30, Wednesday, July 25
Bring your favorite dish and join us at Northshore Families Helping Families.
Bring a friend new to LaCAN and double your door prize winning chances.

Contact me to register for the LaCAN Summer Social or to join our LaCAN Region 9 Team!
kartus@lacanadvocates.org
“Our 9 year old son, Aidan, was born with lowfunctioning Autism Spectrum Disorder, Sensory
Processing Disorder, Genetic Disorder, Seizure
Disorder, and he’s completely non-verbal, but that
doesn’t stop him from communicating every single
day! His giggles and smiles are so contagious. We
couldn’t imagine life without him. He communicates
using an Assistive Technology Device, loves to climb,
jump, twirl, and watch Yo Gabba Gabba. You would
never realize how much Aidan struggles because he
is almost always smiling. He works very hard daily to
achieve the things that we tend to take for granted in
our lives. He inspires every one that he meets.
Being his mother is the most joyful and rewarding part
of my life. We know he will continue to thrive in our
town and work hard to become an active and
productive member of our community. Knowing that
he’s out and about in the community now, actively
participating with his peers in school, and making
friends within both his school and community makes
us feel so hopeful for his future. As parents we know
that this town will always have his back. Watching him
grow is nothing short of amazing. We cannot wait to
see what his future holds!”
Aidan, 9 years old
Autism
Livingston Parish

What You Should Know About the
Developmental Disabilities Act
The Developmental Disabilities (DD) Act of 1984
(P.L.98-527) allows for federal monies to be made
available to the states to assist in providing comprehensive services and advocacy assistance to persons up
to age 21 with developmental disabilities. In 1987, the
bill was reauthorized by Congress and expanded to
require that states designate certain priority areas and
expend a portion of their cash allotment to fulfill these
designated priority areas. Under the Act each state
receives federal funds.
The Developmental Disabilities Planning Council in each
state plans and implements projects that will assist
people with developmental disabilities to live in the
least restrictive environment and to actively participate
in their communities. These plans must be submitted to
and reviewed by the federal Developmental Disabilities
Administration. The Governor of the state is usually
required to appoint the membership of the planning
council. The law requires that the Planning Council
membership be at least 60% consumers with
developmental disabilities or family members of
consumers with developmental disabilities. All states
vary on setting their priorities for their state but the
1987 revision does require that some planning and
support be focused on family support services. Family
Support service requirements were reemphasized in
1999 when a series of grants that state organizations
could compete for were outlined by the Developmental
Disabilities Administration. This allowed for the planning and implementation of services not covered by
other agencies within the states. Housing, Respite and
Transportation are often priority areas identified under
family support by states. A requirement under these
granting opportunities is that families of persons with
developmental disabilities be involved. Parent-toParent organizations have looked to these family
support funds for ongoing support.

In addition, the DD Act established Protection and
Advocacy (P & A) Organizations in each state charged
with promoting and protecting the rights of individuals
with developmental disabilities. These P & A organizations provide legal assistance to individuals with
developmental disabilities or their families. These
organizations vary significantly by state. Other legal
assistance can be provided by Legal Services/ Legal
Clinics. These clinics are often associated with law
schools and represent those clients who are part of the
poor or working poor class who could not afford to pay
for legal representation. The cases are provided assistance on a pro bono basis and much of the work is done
by law students with guidance from attorney's on staff.
Legal Services received a significant blow to their
practices when Congress in 1997 made it illegal for
them to represent clients in class action lawsuits.
Controversy still exists on whether this requirement is
constitutional.
The DD Act further provides federal funding to support
University Affiliated Programs (UAP's). These UAP's
provide interdisciplinary training for professionals
serving persons with developmental disabilities and
administers project grants that address the needs of
this population. The Developmental Disabilities Act
provides for additional federal granting opportunities
with criteria developed by the federal administration
based on best practices and issues identified by the
states as priority areas.

Community Groups

People First of Louisiana is part of a national coalition of organizations of people with
Disabilities. As a statewide organization they support people with disabilities to
Empower themselves to become effective decision makers, to gain independence, and to
enjoy life as equal citizens of the United States of America.
NORTHSHORE CHAPTER
Learn about self-advocacy, rights & responsibilities of individuals with disabilities at
monthly meetings on the third Wednesday of each month from 1:00pm to 2:00pm
At Arc of GNO
Northshore Community Center • 106 E. 25th Avenue in Covington

Community Links

Exceptional Lives Louisiana is web based information portal with easy-to-follow information for
parents and caregivers of children and young adults with disabilities.

Resource Directory
A searchable online database of disability programs and providers in Louisiana.

Interactive How-To Guides
The guides walk you through complex processes and connect you to the
agencies that offer benefits and services.

Personal Support
Helpline provides free support by phone or email.
(Click Above Image to Access Website)

Exceptional People of the Northshore
“Carter has changed everyone he knows. He makes us more
grateful and more patient. He helps us to see that the small,
trivial things don’t even matter. He has ignited a passion in our
family we didn’t know existed.
Most people don’t know that kids with disabilities don’t
automatically qualify for Medicaid, and Carter is one of them.
I would like him to be able to attend a daycare that is best
for him, but with the current set-up it is not going to happen
because he doesn’t qualify for Medicaid. He needs a disability
waiver, which will take years, or he needs the Family Opportunity
Act, which we do not qualify for; but I will advocate for him
nonetheless. I hope one day we won’t have to fight so hard for
the things he needs.
We love bringing Carter to tons of places and to events in the
community. First and foremost, we treat him like a typical child
and most are surprised that he knows and understands WAY
more than they think. We made shirts with his hashtag
#Cartermancan and his diagnosis to bring more awareness to
his disorder because it’s so incredibly rare.
Carter is an incredible child. He has done more in two years than
I ever thought he would be able to. Its been so hard, but so
rewarding. To watch him accomplish things that children years
younger than he is, have mastered, and knowing how very hard
he worked to get there, makes all of the effort and hard work
worth it.”
Carter, 2 years old
GRIN1
East Baton Rouge Parish
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NFHF In the Community
AMAZED. INSPIRED. GRATEFUL.
Just a few feelings NFHF has towards St. Tammany Parish Government
donating $5020 to NFHF from their Employee Jean Day Program!
Thank you Parish President Pat Brister, Council Members, and all parish employees
this incredible donation. You are helping provide much needed support and
empower individuals with disabilities and their families all across the Northshore.
Our hearts are filled with appreciation for our Community of Heroes

We are so excited to welcome Autism Spectrum Therapies to the Northshore!
With 1 in 68 children being diagnosed with autism every day,
this is another great resource for our families.
Our Executive Director was delighted to speak at AST’s
open house in Covington to share how there can never be enough resources for our
families raising a child with autism. Welcome AST!

Congratulations to the St. Tammany Parish School System’s graduating seniors who
participated in the CBVE program!
Community-Based Vocational Education (CBVE) provides STPSS students with
disabilities real-life experiences with businesses to prepare for job and career
opportunities. An amazing program for some amazing students!
NFHF’s Executive Director was honored to speak at the CBVE luncheon in front of
the students, their parents, STPSS staff, and community partners.
“Allowing individuals to have meaningful employment where they can work alongside their typical peers, doing the same
work and earning the same pay isn’t some far-fetched idea; this is reality for numerous people in Louisiana and everyone’s
lives are better for it. Inclusive work environments not only benefit the individual with a disability, but it also benefits their
fellow employees and the community they serve!”
Spending a Saturday in our community sharing how we help parents, students and families with our community partners!
LaCAN, People First of Louisiana & Strengthening Outcomes with Autism Resources (SOAR)

NFHF’s Executive Director presented information on Louisiana’s
Families Helping Families centers to this year’s Partners in Policymaking class.
What a great group of future disability leaders and advocates!
Want to learn more about this incredible program?
Click on the image to the left to learn more about Louisiana’s
Partners in Policymaking!

Did you know NFHF advocates on behalf of individuals with disabilities at the
State Capitol? You can rest assured your voice and concerns regarding issues
affecting people with disabilities is heard in Baton Rouge.

Disability advocates gathered in the Senate Finance committee in our yellow
shirts to advocate on how cuts to disability services would affect our families.
Many advocates bravely told their compelling story to legislators in hopes they’ll
restore detrimental cuts to their healthcare that were placed in House Bill 1 in
the House of Representatives...approximately 45,000 individuals with disabilities
would lose services due to this.
Thanks to everyone for sharing their story and using their voice to promote
positive change for individuals in our community. Advocacy WORKS!

Families and ABLE Club members joined NFHF’s Staff and
Board Members for food and fun at Chuck E Cheese in June.
We appreciate our community partners and their continued support
and inclusion of individuals with disabilities as they live, learn, work and
recreate in the communities in which they live.
———————
Interested in becoming an NFHF Community Partner?
Contact our Executive Director, Katie Corkern
katiecorkern@fhfnorthshore.org

NFHF Calendar of Events

JULY

AUGUST

SEPTEMBER

5

Families Dine Out
Franklinton

1

Educational Success
Workshop / Amite

6

Special Needs Financial
Workshop / Walker

9

IEP Bootcamp
Madisonville

2

Families Dine Out
Hammond

6

Families Dine Out
Covington

12

ABLE Club Dinner
@ Chimes

9

ABLE Club Dinner
@ Mellow Mushroom

13

ABLE Club Dinner
@ Mugshots

19

Emergency Prep
Webinar

14

Special Needs Financial
Planning / Covigton

29

Touch a Truck
Fundraiser

24

IEP Bootcamp
Slidell

27

Anatomy of an IEP
Webinar

TBA

ABLE Club Movie Night

30

Educational Success
Workshop / Ponchatoula

TBA

ABLE Club Movie Night

31

Educational Success
Workhsop / Franklinton

TBA

ABLE Club Movie Night

Have you contacted NFHF recently?
Please take a moment to complete a brief survey to help us ensure
you are getting the services and support you need!
Click on the image above to let us know how we’re doing!
Thank You!

