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From Survival to Supported ‘

By Lyndsey Fedorko
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About me

Hi, I'm Lyndsey, a mom of four children. My daughter who is 10 is
profoundly deaf and is a cochlear implant user. My youngest son
has complex medical needs and Level 3 autism. His journey has
included kidney failure at birth, dialysis, a kidney transplant,
ongoing transplant complications, and navigating the challenges
of being non-speaking and G-tube dependent.

Through these experiences, I've become deeply passionate
about helping families navigate the healthcare system,
advocating for family-centered care, and ensuring parents feel
empowered to use their voices. | currently serve as a Family
Partner leader with IROC, where | do volunteer work with
healthcare professionals and other parents to improve outcomes
for children with kidney disease. My greatest hope is that by
sharing our family's story, other parents will feel less alone and
empowered to get the support they need and deserve.
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Key Takeaway for today’'s ‘
presentation

“Support is attainable. | am important, too.”



Survival Mode Reality

- Constant Hospital Stays, appointments, advocacy and a
significant amount of planning

- Feeling burnt out

- Decision making fatigue

- Mental Load

- Feeling like everything and everyone depends on you

If you could wave a magical wand what is one thing you think you
could ask for support for or delegate?




Why Support Feels Out of Reach

‘ Systems are

fragmented

There isn’t a clear path
forward a lot of the time. This
goes for care planning, IEPS,
insurance coordination. A lot
of times our mental health
takes a backseat trying to
manage a fragmented
system.

It can be hard to
2 ‘ If<now what to ask
or

When your mind is swirling
constantly it can be hard to
put into words your needs
because there are lot of
them.

‘ Fear of being ‘too

much’

As caregivers, we give a lot
and sometimes | know | feel
like my asks make me feel
like being too much
sometimes. It's about finding
the right people who can
support you and your family.




What does being supported look like?

e You're not alone in tracking medications, appointments and the
daily activities of your child.

e Providers communicate with one another

e You have breaks (even small ones)

e You're not constantly in fight or flight mode




How do you build
a support
system?




Your Medical Team

e Find your “Quarterback”
o This could be your PCP, the child’s primary subspeciality
doctor, complex care clinic or nurse navigator
o Their role is to send out the necessary referrals and
prescriptions
o Take advantage of Insurance coordination, some
insurance companies have coordinators based of
medically complexities or diagnoses




Your Medical Team

e Game Plan for Care Coordination

o Utilize MyChart or other digital platforms to send questions.
m Designate a specific time of day for medication refill calls, messages to doctors etc..
o Keep Records Organized
m Binders, an app or a note on your phone
m Use a google sheet or an app to track all of your child’s current medications, something
that is easily shareable with your spouse, partner, family member or nurse.
o Explore Complex Care Programs
m Specialized healthcare team designed for children with multiple medical conditions who
see many different specialists. The program helps coordinate care, improve
communication between providers, and reduce the burden on families by ensuring
everyone is working toward the same care plan.




Your Medical Team

e Building Rapport with your Care Team
e Learn names and roles
e Berespectful and appreciative
e Communicate Clearly and Confidently
e You are the expert on your child, the doctors are experts in medicine
e Partner with Shared goals
o Remember that everyone wants the best outcome for your child
o Ask questions with curiosity rather than assumptions.
o Focus on problem-solving together, even when you disagree
o Request a care conference between all specialties. Talk to the nurse
coordinator or social worker about setting this up
Consider second opinions if necessary




Practical and Home Support

You don't have to do everything yourself. Support at home means creating a sustainable life not just managing to make
things work

Practical Support

e Reducing the day-to-day responsibilities that contribute to caregiver burnout.

o  Think about 1 thing you delegate today to your partner, family member or a friend
m It can be as simple as having them pick up a grocery order, mow the lawn or help transport your children
m  For an example: My husband does a majority of the cooking and | do a majority of the cleaning and it has taken

a lot off my plate.

o  Prioritize what is important to get done for the day
m  Daily Checklist
m  Weekly planner of what is happening for appointments, events etc..

Family Well-Being

e  Protecting relationships with your partner and making time for siblings.
e Date night at home

o  Orderin food

o  Play a game or watch a movie

o  Take siblings on one on one dates




Emotional Support

Having people who listen, encourage you, and remind you that you aren't alone is really
impactful as caregivers.

Make friends with others who are in similar situations, at conferences, online, doctors
offices.

Seek counseling

Giving yourself permission to grieve the life you expected while embracing the life you're
living.

Celebrating small victories, even when the road is still hard.

Setting boundaries with people who drain your energy or minimize your experience.
Finding one small thing you can do to take care of yourself




Virtual Support Options

Texas Parent to Parent Mentor Program
We are Brave Together

A Little Extra to Love (Faith- Based)
Courageous Parents Network

Vela Families

Labeled and Love




What is Respite Care?

Respite doesn't always mean overnight care. It can be in many forms:

Someone entertaining your child while you're home
Help with siblings

Running errands

Preparing meals

Sitting with your child during a hospital stay




Where to find Respite Care

Start with Your Child's Medical Team

. Ask your social worker, case manager, or nurse coordinator about respite programs in your area.
° Many children's hospitals keep lists of local resources.

Explore State and Medicaid Programs

° If your child receives Medicaid or a Medicaid waiver, respite services may be covered.
° Ask your case manager about waiver programs, attendant care, or consumer-directed services.

Connect with Disability Organizations
) Local disability organizations, parent support groups, and condition-specific nonprofits often know about respite providers and funding opportunities.

Train Someone You Trust

° A grandparent, aunt, close friend, or babysitter may be willing to learn your child's routine.
° Start with short visits while you're nearby to build everyone's confidence.

Join Parent Networks

° Other medically complex families are often the best source of recommendations.
Ask in local Facebook groups, hospital parent groups, or nonprofit communities.




Reflection: What can | do today to feel more
supported?

Ask yourself:

Who could | ask for help today?

What is one task | don't have to do alone?

What would make this week feel just a little lighter?
Is there a resource I've been meaning to explore?
What's one thing | can say "yes" to for myself?

Examples of Small Steps

Call a friend or family member and ask for one specific favor.

Accept a meal instead of cooking tonight.

Order groceries for pickup or delivery.

Join an online support group for medical parents.

Ask your social worker about respite care or community resources.

Schedule one hour this week just for yourself while someone else watches your child.
Reach out to another medical parent for support or advice.

Write down three tasks you can delegate or postpone.




Write down 3 things you can do to feel more supported

BN



Think of three things you are proud of (about yourself)

BN



Connect with Me

Email: Lyndsey.fedorko@yahoo.com
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AUSTIN TEXAS

—— #bbqwithaview
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