SUPPORT AND ADVOCACY
FOR MFTD WAIVER
FAMILIES

SUSAN AGRAWAL




ABOUT ME - PARENT

Parent of a child who was .
medically complex '

Main Diagnoses Technology

e Cerebral Palsy * Vent

* Autoimmune Disease e Central Line

e |V Nutrifion

* Feeding Tube
* Oxygen

* Foley Catheter




KARUNA AND THE MFTD WAIVER

Karuna was on the MFTD
waliver from 2006-2014

Services Received through Waiver

e Home/Vehicle Modifications
e Extermination

e Respite

e Care Coordination




MEDICAID SERVICES

Services Received Through

Medicaid Once on Waiver

e Home Nursing 140 hours/week

e Non-covered equipment

e Non-covered supplies

e Non-covered therapies

e Prescription copays

e Doctor/hospital copays and coinsurance
e Deductibles




ABOUT ME - ADVOCATE

Writer and Editor

e Complex Child Magazine
* Feeding Tube Awareness Foundation
* Freelance Projects

* MFTD Waiver Families, Founder
 Kids' Waivers Website
* Partnerships with Advocacy Organizations




HOW MFTD WAIVER FAMILIES BEGAN

In 2011, Healthcare
and Family Services
(HFS) began

discussing eliminating
or resfructuring the
MFTD Waiver

Children with Complex Medical Needs (CCMN)
Workgroup
Meeting Notes

Director Hamos reported that HFS has been directed to cut $2.7B from
its budget (approximately 25% of the entire budget). The budget is very
bleak and in the next few weeks programs will be reviewed and
legislators will make decisions on what cuts will be made, Unfortunately,
everything is on the table for cuts, even small cost programs
Subsequently, the waiver and waivers that disregard family income are
under scrutiny. The current 300 percent Federal Poverty Level [FPL) is
also under review and could be reduced.

There was significant discussion from the group on the risks of
discontinuing this program such as forcing parents to give up jobs, drop
insurance or give up custody of children. There was an appeal for the
Department to carefully analyze the cost of dropping the program and
choosing more flexible options such as providing services based on
actual needs and making the program more flexible. One participant



OUR FIRST FIGHT

2012 Changes to MFTD Waiver e

e Restrict program to lower income

families

e Add premiums and copays

e Replace nurses with unskilled aides

 Reduce program level of care

leading to less hours of home care

e Cut reimbursement rates




FAMILIES CAME TOGETHER

Created a family group using Facebook

Created a website

Created a petition

Obtained extensive media coverage

Filed a civil rights class action lawsuit Our mOSt frag]le

Parents fear cutoff of children’s home nursing services

Worked with legislature to rewrite law EEE




THE RESULT

Families were
connected for
future
advocacy

MFTD Waiver
wAas saved
relatively intact!

Parents were also able to provide
support to each other




MFTD WAIVER FAMILIES TODAY

Primary focus is Facebook support group

e 500 family members in group
e Most kids in MFTD Waiver but also accept:
e Kids receiving non-waiver nursing (former NPCS group)

e Individuals receiving nursing through other waivers (HSP,
DD)

e Kids in the process of getting nursing

e Families from other states with nursing who are moving
to IL




PURPOSE OF SUPPORT GROUP

Safe space restricted to family members only

Supply and equipment exchange

Advocacy



OTHER CHANNELS

Website: mftdwaiver.org

. . * Information about program
Public Facebook/Twitter :
* How to appl tion nswer
oages for advocacy pply Questions answered by

* Ancillary programs
* Appeals information
* Advocacy updates

email
needs




ADVOCACY - MY ROLE

Collect data to
support position Research and Reach out to

(FOIA, database, identify solutions DSCC and HFS
surveying families)

|dentify systemic
problems families
are facing

Work with lawyers
Work with the on class action
media lawsuits and
settlements

Work with
legislators (state Organize action
and federal)




ADVOCACY: BIG AND SMALL

e Change laws
e Civil rights lawsuits

Naglell

e Support or oppose a bill

e Submit comments on legislation/program
e Seek changes to program

* Work with other groups for federal change




BIG EXAMPLE: MANAGED CARE

We used information from Texas to convince lllinois

legislators managed care was a bad idea

* Testified in multiple hearings e e
« News coverage =S

* Partnered with other organizations who had lobbyists  u
e Social media campaign

e« Organized advocacy U

D’ashon Morris



PRINT AND SOCIAL MEDIA EXAMPLES

Caught in the impasse

Home nursing care for medieally feagile childeen in jeopardy

WFTp
%

Haiver pamiti®®

Dear Govemor Rauner

Please Sign HB4736

Children who are medically fragile and
technology dependent don't belong in
managed care. Call or email Governor
Rauner to let him know you support
HB4736, exempting medically fragile
children from managed care.

217-782-0244 https://www2.illinois [gov/ /NoiceAnOpi-
217-782-6830 nign.aspx

Rauner's Medicaid overhaul will risk kids'
lives

O EEE

Recent questions over Gov. Bruce Rauner's Medicaid managed care overhaul
have mostly fecused on the program's rising costs and secrative contracting
processes. Much less attention has been paid to the potential human impact of
the program, which will force more than 500,000 people 1o change their
insurance plans, and touch roughly one quarter of all lllinois resid While
the goal of the program is to improve health and reduce costs, there wil, in fact
be plenty of people harmed by the transition

Among the most at-rigk are children with chronic, severe medical conditions,
also known ag children who are medically fragile. For chikiren who are

ragile, managed care be devast
the only way for managed care ofgan

& PRNT

A8 Images



EXAMPLE LEGAL SUCCESSES

MA vs.
Bellock

Boyce vs. OB vs.

Hamos

Hampe
VS. HOMOoS

Filed to prevent the state
from making changes to
the MFTD waiver that
would have
eliminated/reduced
home nursing services

Withdrawn once the
legislature and HFS
reversed course

Allowed adults over age
21 in MFTD waiver to
receive the same number
of home nursing hours

Settled and now codified
in program

Addressed cuts in nursing
care hours for primarily
non-waiver children

Settled in 2019

Eagleson

Addressed the state’s
failure to provide
approved home nursing
services

Settled in 2019




CHANGES TO PROGRAM WISH LIST

Additional services for 21+ group

Palliative care coverage

Parents who are nurses can continue to care for their own minor children

Parent CNA or PCA program that allows parents to be paid to care for children

Coverage for generators

Additional resources for staffing issues



PARENT TO PARENT SUPPORT

Help get @ Connect
letter of Refer to other families
medical programs regionally or by
necessity diagnosis

Help families
deal with
nursing and
nurses

Help families
find doctors,
therapies

Help families
with appeals




REFERRING FAMILIES

Facebook Group:
https://www.facebook.com/aroups/mftdwaiver

Website:
http://mftdwaiver.org

Email;
mftdwaiver@gmail.com



https://www.facebook.com/groups/mftdwaiver
http://mftdwaiver.org
mailto:mftdwaiver@gmail.com

MY OTHER WORK: COMPLEX CHILD

Complex Child is a free online magazine
with primarily parent-written arficles about
all aspects of caring for a child who is
medically complex or has a disability omblex

hild

New editions
currently on hiatus
due to pandemic

Hundreds of
articles since 2008




MY OTHER WORK: KIDS” WAIVERS

ompllafion o
all Medicaid
waivers, Katie
Beckett or
TEFRA
My research programes,

project demonstration
waivers, and
state-based
programs for
children with
disabilities

Updated
annually

www.Kidswaivers.org



MY OTHER WORK: FEEDING TUBE
AWARENESS FOUNDATION

Content Specialist

Write and update both written and welbsite content
FEEDING TUBE

. . L . AWARENESS WEEK®
Assist with activities such as Facebook page and Feeding Febiuary 8-12, 2021

Tube Awareness Week

Give presentations about feeding tubes

Ask me your feeding tube questions!




QUESTIONS?

Contact me at

susanagrawal@gmail.com
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