Public Stakeholder Comments regarding the STAR Kids Managed Care Mandate
and the Medically Dependent Children’s Waiver Program (MDCP)
As primary caregivers to medically complex, chronically ill children, we as parents and stakeholders believe
that forcing vital Medicaid waiver programs, in particular the Medically Dependent Children Program
(MDCP), to transition to managed care organizations (MCOs) will significantly impact and threaten the
stability of our medically fragile children. Rather than providing services in the least restrictive, most
appropriate setting for medically complex children, this mandate is far more restrictive and less conducive
to maintaining our children’s welfare than the current program.
Immediate access to specialty care is vital for children with long‐term medical issues and disabilities. This is
crucial to prevent complications and promote long‐term stability, which in turn reduces the incurrence of
higher acute care costs. Under the proposed managed care system, families are forced to use only those
providers and facilities who have been designated “in‐network” with the MCO in order to obtain coverage
for critical medical needs. Requiring referrals from MCO‐designated “in‐network” primary care physicians in
order to access the child’s multitude of specialty providers does not fit the definition of providing services in
the least restrictive setting. Moreover, it does not allow for continuity of care with the providers who have
treated and best know the case history for these medically fragile children. Furthermore, to date, there is
no reciprocity between many major facilities and networks across service areas within the State of Texas, to
say nothing of those specialty providers outside of the state.
Due to the highly restrictive nature of the MCOs, even families with primary private insurance coverage will
be forced to choose between accessing the most appropriate provider to care for their child and obtaining
coverage for their child’s plethora of critical medical needs. Not allowing stakeholders to fully utilize
primary private health insurance will force increased reliance on Medicaid and translate into even greater
costs for the State of Texas. Forcing a change of facilities and providers is highly likely to cause a significant
decline in health, safety, and welfare for our already fragile children.
In addition, this compounds stress levels for primary caregivers and families who are struggling to integrate
chronically ill children into the community and care for their significant medical needs at home. In these
highly stressful situations, where parents already function in multiple roles and at maximum capacity, this
proposed change greatly increases the burden and places unnecessary restraints on the caregiver’s ability to
create and maintain an appropriate plan of care.
In summary, we strongly believe that this transition to managed care disenfranchises these medically
disabled, fragile little ones who are stakeholders in the MDCP program. According to the terms outlined in
the proposed TAC Rule Amendments, the MCOs, who have a significant financial stake in this process and in
each decision made (but no responsibility for the long‐term repercussions to the child’s health and welfare),
are given full authority to determine eligibility and medical necessity for all services, including access and
eligibility for the MDCP waiver program itself.
Ultimately, this forced transition to more restrictive and less appropriate services will result in medically
complex and disabled children being placed at risk and unable to maintain medical baseline. This will result
in increased higher acute care costs, thereby increasing costs for Medicaid and the State of Texas. It is a
grave disservice to our state’s weakest and most vulnerable little citizens, who have no voice or say in this
process.
Protect TX Fragile Kids
900 Concerned Texas MDCP Parents and Providers

My daughter Reagan has mitochondrial disease. She has been severely affected since she was 5 months old
when she was diagnosed with infantile spasms a catastrophic epileptic disorder. She can’t walk, she can’t talk,
she can’t sit up on her own, she can’t even eat by mouth. She has cortical visual impairment, had 4 cataract
surgeries by the age of 2 and is legally blind. She has an immune disorder making her extremely susceptible to
infection. My daughter is VERY complex. And at the age of 9yrs old she has already vastly surpassed her life
expectancy. She has a team of physicians that all work hard to keep her stable. Doctors she’s seen for years
that know her well. Doctors that work together to keep my girl alive. These changes being made to the MDCP
program will prevent her from seeing these doctors (even though we have exceptional primary insurance).
Her pediatrician, who is instrumental in her care, will not be able to be her primary care physician anymore.
Visits to her specialists will be limited and made more difficult to schedule. The supplies that help to keep her
alive, will be more difficult to get. Her nursing hours will be cut. Equipment she needs for daily living will be
limited. These are all serious consequences, any one of which could be responsible for a decline in her health,
but in total will no doubt have devastating effects on her wellbeing. Please attempt to put yourself in our
shoes. This is our children’s lives we are talking about. Please reconsider implementing these changes to the
MDCP program. My daughter’s life depends on it.
Tera Guidry
Austin, TX
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I am the mother of a delightful little girl named Emily. She is
quick to laugh and make others laugh as well. She has a
spunky personality and a bit of a twisted sense of humor.
Unfortunately, however, she was born with a very rare
dwarfism called Campomelic Dysplasia. Her rare condition is
associated with multiple health problems and so she is
extremely medically fragile. Because of her medically fragile
status, she receives MDCP (Medically Dependent Children's
Program). I have recently been made aware of the STAR
Kids Managed Care Mandate which is scheduled to go into
effect in November of this year. This will be devastating to
the health of my child and many like her.
Before Emily was born, my husband and I knew nothing
about children with special health care needs. We thought, as
so many people do, that any pediatrician would be able to
handle Emily's medical needs. We thought that pretty much
any specialist with proper credentials would be able to
provide her with appropriate care. We were very wrong!!!
We began to be concerned with the care our daughter was
receiving and so began researching and talking with other
parents of medically fragile children. We learned through trial, and unfortunately lots of error,
that just because a specialist has proper credentials, that does not make them able to handle the
needs of a fragile child.
During our “naive years” as I have come to refer to them, we had our daughter in the care of the
physicians at the children's hospital in our home town, Fort Worth, Texas. The hospital actually
has a wonderful reputation for caring for children. However, Emily's health care needs were a bit
“out of their league.” I can tell you with certainty that if my husband and I had continued to take
our daughter to that facility for her care, she would not be alive and with us today!!! There were
many “oopsies” that occurred while under the care of those physicians. None were intentional,
the doctors simply were in over their heads. Because of their lack of ability to keep Emily in
stable condition, she spent much of her time in the hospital. She was literally averaging a 5-10
day hospitalization about every month to six weeks. Not only was this very hard on the family, it
was terribly expensive! My husband and I came to realize that we had to find different doctors.
Over the years, we have managed to assemble a terrific team of specialists who care for our
daughter. They are in Dallas, San Antonio, Cincinnati, Southlake, Bedford, Flower Mound, and
Fort Worth. We have learned that it is definitely worth the commute to get the care that Emily
needs. She stays OUT of the hospital most of the time and is much healthier under the care of her
current specialists. She's happier! We're happier!
One of the requirements of the STAR mandate is that the recipients of traditional medicaid will
be forced to choose and be limited to a managed care plan (HMO) which has no out of network
benefits. This mandate currently includes MDCP kiddos. The HMO's are set up regionally, so

parents are limited to the physicians in their immediate area to provide care for their children.
That is totally unacceptable for these medically fragile kids.
Most doctors who have an interest in a very specialized field end up congregating in certain
facilities. For example: Texas Children's in Houston has one of the top cardiac departments in
the nation. I personally know several parents who commute to Houston for the care that these top
pediatric cardiologists can give to their children because their kids are too complicated for the
local doctors.
My daughter had a lethal scoliosis. The only place in Texas where the procedure was performed
to treat her scoliosis and still allow her to grow was in San Antonio, Texas. My daughter has
been commuting to San Antonio regularly for surgery since she was 3 years old. She has room in
her chest cavity for her lungs to breathe thanks to the surgeons in San Antonio. Had we not been
allowed to commute out of our area for the procedure, her bones would have slowly suffocated
her as she grew until she died.
One of the top surgeons in Fort Worth botched a surgery on Emily's airway when she was 2
years old. Her airway was completely scarred shut and she was left in the very dangerous
situation of having her tracheotomy as her only way of breathing. A few years ago, the “airway
guru,” Dr. Robin Cotton, at Cincinnati Children's Hospital in Cincinnati, Ohio, built her a new
airway. She will never speak because of the damage that the Fort Worth surgeon did, but she has
an intact airway which is much safer than before. The surgery was tedious and difficult. As Dr.
Cotton says, “She's a complicated girl.” The surgery would not have been possible from just any
ENT. That being said, it is important to her life and well-being that she be allowed to seek and
obtain medical care from the people most able to meet her needs.
It is of utmost importance that the MDCP recipients be exempted from the STAR Kids Managed
Care Mandate!! These medically fragile kids have to be able to obtain medical care from the
specialists who are most qualified to treat their unique needs. This mandate will force parents to
use the local doctors, which, our experience has shown, will end up with frequent and prolonged
hospitalizations that are expensive and unnecessary. Please help the MDCP kids to be exempt
from the STAR mandate.
Sincerely,
The Lumpkin Family
Denton County

My daughter, Eden Brooks, is 7 ½ years old.
That ½ is very important, because she
continues to beat the odds, and surprise
everyone with her determination and resilience.
Eden loves her momma, her family, her puppy,
her nurses, princesses, Disney World, the
beach, and all of the other things little girls her
age love.
But, unlike most little girls her age, Eden has an
ultra-rare neurodegenerative disease, Late
Infantile Metachromatic Leukodystrophy.
Diagnosed at 24 months of age, she was not
expected to see her third birthday. Thanks to
her determination and excellent care, she is still
with us today. As long as her level of care
remains the same, she should be with us many
more years.
Getting Eden where she is today with her
amazing team and the resources she has
needed to do as well as she has took us from January 2011 until November 2014.
During that time she had multiple hospitalizations, staying as long as 2 months at a
time, and rarely being home more than 6 weeks before another stay. Since November
2014, she has only been hospitalized once, for a weekend in June, in the PICU. It was
a stay that could have easily kept her in for at least a month, but due to her amazing
care team, we were able to have her discharged quickly, and work on getting better at
home.
I am a single mother, and a Spanish teacher. I have 17 years of experience. I have a
Master’s degree. Eden’s care and services allow me to work while knowing she is safe.
I am able to keep Eden on my private health insurance, which pays a significant part of
her care, as well as provide for our daily needs.
Eden’s disease is progressive, and our only hope is to slow the progression by keeping
her as healthy as possible. This requires a round-the-clock nursing team due to her
need to be monitored day and night by someone skilled to intervene. Most nurses take
one look at the work required to keep her healthy and walk right out the door, but the
nurses who have stayed with us are amazing. It also requires a strict routine of suction,
CPT, nebulizers, ventilator, catheters, seizure interventions, temperature monitoring,
heart rate monitoring, g tube feedings and medicines, and I am sure I am forgetting
something. It requires a team of doctors who knows her, doctors who work well with
each other and with me to provide the best care possible.

I am extremely concerned about the change from Traditional Medicaid to managed care
because I have been in this situation before. I have had to fight for everything, right
down to Eden’s formula. Her doctors have had to send her to the ER or admit her
because services or medicines were refused. I have had to quit my job due to lack of
nursing and too much time in the hospital. Despite my education and desire to work, I
have had to rely on the government to help with our daily needs. This is very likely what
will happen again if her level of care changes.
I understand there is concern about the unfairness of allowing the small percentage of
children on MDCP to remain on Traditional Medicaid while every other waiver moves to
managed care. As a parent, I would give ANYTHING for my child to have less severe
needs and not need the level of care provided by MDCP. We are just asking that the
kids like my Eden, the kids for whom a change in level of care could be a life or death
situation, be able to keep Traditional Medicaid. To keep their doctors, to keep their
nurses, to keep their medicines and supplies. For my Eden, a delay in services could
kill her. And I know there are many other kids in the same situation.

Thank you,

Elizabeth Brooks
Tarrant County

As the mother and primary caregiver to Anna, a medically complex
child, I believe that forcing vital Medicaid waiver programs, in
particular the Medically Dependent Children’s Program (MDCP), to
transition to managed care organizations (MCOs) will significantly
impact and threaten the stability and well-being of my medically
complex and medically fragile child.
Anna is 8 years old and has had issues since birth. She has static
encephalopathy/cerebral palsy, epilepsy, selective IgA deficiency,
insomnia, precocious puberty, reflux, delayed gastric emptying,
strabismus, and is tube fed. Caring for Anna on a daily basis is
constant, consuming, and exhausting.
Prior to receiving MDCP services, our family lost a vehicle and
our home in order to pay for the services Anna so desperately
needed. The services currently provided by the MDCP allows our
medically dependent child to stay at home with our family, in the community, despite the intensive level
of care she requires. MDCP makes it possible for myself (a nurse) and Anna’s dad (a firefighter) to
continue to work full time despite the care Anna requires. Since being on the MDCP program, we have
been able to breathe financially for the first time since Anna’s birth.
Immediate access to specialty care is vital for children like Anna with complex medical issues and
disabilities. This is crucial to prevent complications and promote long term stability. Anna’s team of
medical professionals has taken years to assemble, including Dr. David Goff, Anna’s pediatrician, Dr.
Angel Hernandez, her epileptologist/neurologist, Dr. Nicolas Ogunmola, her Gastroenterologist, Dr. Jill
Raddack, her endocrinologist, Dr. Hilary Pearson, her sleep medicine doctor, Dr. Robert Sugerman, her
immunologist, Dr Fernando Acosta, her movement disorders neurologist, Dr. Tina Deiber, her geneticist,
and Dr Alan Norman, her opthamologist. Working together, these providers have helped Anna to remain
fairly medically stable and safe at home with us, her family. Anna’s stability is tenuous and specialists
are our lifeline. Being forced to rebuild a medical team of professionals and facilities that are: 1.)
contracted with one of the available MCOs AND 2.)within a narrowly defined service area will severely
restrict Anna’s access to appropriate care including physicians, specialty physicians, DMEs, facilities,
hospitals, nursing care, and nursing agencies. Lack of access to critical specialists threaten Anna’s life
and will result in higher acute care costs. Inability to access appropriate specialty providers will cause
enormous and unnecessary duress on our family and jeopardizes our ability to care for Anna at home.
We live in Cooke County, which is north of Denton County and borders the Red River. We are in the
MRSA Northwest Managed Care Service Area. The 2 choices of MCOs in this area are Texas Childrens
and UnitedHealthcare. Currently, 7 of Anna’s 9 specialists are with the Cook Children’s Network. To
get to these doctors we drive 68 miles each way. With the new changes we will no longer be able to
see Anna’s current doctors and will be forced to drive 317 miles each way to the next nearest group
of specialists.
As Anna’s primary caregiver I am currently able to continue to work full time because Anna’s doctors are
close. If we are forced to drive 317 miles each way for care for 9 specialists which generally see Anna at
least 4 times a year either my husband or I one will be forced to quit our jobs in order to continue to

care for Anna. If we are unable to work we are unable to provide our primary insurance which does
cover 70% of most expenses and decreases the burden on Medicaid to pay. In addition, trips to Houston
will include fuel, food, and hotel which will have to be covered by Medicaid. 36 trips a year will get
pretty costly pretty quick…and we are only one of thousands of families.
All specialists and most PCPs have extensive waiting lists for new patients. Those who elect to agree to
the MCOs terms may not be the most appropriate provider or specialty care center for my medically
complicated child. Forcing my medically complicated and fragile child to sit on a waiting list for new
providers with because of a bureaucratic decision will be detrimental to her stability.
The MDCP was designed to support families caring for children and young adults who are medically
dependent and allow them to stay at home. Our family already faces enormous and stressful challenges
on a daily basis. In Anna’s 8 short years, she has experienced more than most adults will in a lifetime.
Compelling fragile, medically dependent children to restrictive managed care insurance companies
greatly increases the burden on parents and children and places unnecessary restraints on our ability as
caregivers to create and maintain an appropriate plan of care at home.
The STAR Kids mandate will adversely affect the health and well being of our state’s most fragile and
medically needy children by disrupting care and placing more restrictions on the care for the kids who are
already fighting an uphill battle on a daily basis. As a taxpayer, citizen, and parent I believe that it is in
the best interest of the State of Texas- financially, politically, and morally- to exempt the Medically
Dependent Children’s Program from this transition.
Jamie Watson
Gainesville, Texas

July 19, 2016

To Whom It May Concern:
This letter serves as the voice of my family, as well as other Texas families with medically complex
children, to ask that you exempt the MDCP participants from the STAR Kids mandate to be effective November
1, 2016.
My 13 year old son, Reid, has a diagnosis of CDKL5. CDKL5 is a
rare X‐linked genetic disorder that results in early onset, difficult to
control seizures, and severe neuro‐developmental impairment.
Because this is an X‐linked disorder, the males who survive the
pregnancy and enter life, have a hard road ahead of them. My son is
developmentally that of an infant, is unable to talk or communicate,
and requires 24 hour total care. He will always require 24 hour full
care because there is no known cure for CDKL5, and the neurological
devastation is already done. Reid’s biggest issue to date is the
pulmonary issues as a direct result of the CDKL5 effects that have
caused him to be non‐ambulatory. He requires at least 12 breathing
treatments a day, 3 rounds daily of CPT vest treatments, and lots of
oral suctioning to keep his airway clear. We also have a bi‐pap
machine used to help him breathe easier when he is having flare ups.
He does get respiratory infections quite often, and this is why it is so
important to have FAST, EASY, medical access to HIS doctors who are
familiar with him and “his normal” pulmonary toilet.
It took us many years to establish Reid’s “team”. We have found the most amazing, caring, trustworthy
doctors to help us manage his illness. We trust them, and they trust us. I can reach all of them, personally, by
phone or email, and they (not their staff) will respond usually the same day. I can call any office and leave a
message, and will always have an answer the same day. Before final assembly of this “team”, we were with
doctors in large clinics with an overwhelming of patients. These doctors are so booked up, they were of no use
to us in the times my son would be become very ill at home. The fastest way to get him seen was to go straight
to the emergency room. As of parent of a medically fragile kid, I can assure you that the emergency room, with
all of its germs, is the LAST place I want to take my son. I can also tell you that a trip to the emergency room
with a kid in respiratory distress will ALWAYS get you admitted; again, NOT want we want. This is usually a
result of an emergency staff that knows nothing about my son, nothing about his rare condition, and they have
no idea that we actually know what he needs to get better. They will admit us to err on the side of caution
because he is in “distress”. These are some of the many reasons STAR Kids threatens the stability of medically
complex and fragile MDCP participants.
In April of 2015, Reid became very ill and we had him admitted to our “team” hospital. He was
extremely critical with severe respiratory complications and chemical imbalances. We were told to call in family
as the staff doctors didn’t think he was going to make it. As Reid’s parents, we were involved heavily with all the
decisions being made and we were well respected as the “experts of Reid”. After 18 days in ICU, and 4 on the
regular floor, Reid was discharged and came home at his normal baseline. This was by far not the first time Reid
had been hospitalized for respiratory complications, but it was definitely the closest we came to losing him. Had
it not been for the doctors and staff of our chosen hospital, who we have seen time after time, I really feel he
would not be here today.

Reid also has daily seizures and has had them since he was 3 weeks old. We’ve tried over 20
medications, 1 brain surgery, the ketogenic diet treatment (twice), and he has an electrical device surgically
implanted in his chest wall. NONE of these treatments have been effective in controlling his seizures. They are a
part of Reid. We know how to take care of him the best way possible. We’ve had all of our doctors tell us that
Reid would not be alive today if it weren’t for the care, compassion, and ability to seek out the right help for
him. This is true; however, having amazing doctors as part of our team is crucial for us to do our part. STAR Kids
is threatening our ability to take proper care of Reid. If he is sick, and we must wait to get an appointment with
our appointed PCP, just so they can get us a referral to our specialist, we have already wasted too much time
and that will be detrimental for Reid. Respiratory complications are not something you can patiently wait in an
overcrowded doctor’s office for, and especially a new doctor that does not know Reid. This will greatly increases
the burden on us as parents, and places unnecessary restraints on all caregiver’s ability to create and maintain
an appropriate plan of care at home.
We received our packet in the mail last week. After reviewing
and making some phone calls, I can tell you that only one of our current
doctors is willing to work with the MCO. It is unfair that we will be
forced into new practices and forced to start all over again from square
one. We also have private insurance, too, and this should allow us even
more flexibility while definitely saving some money for the State.
However, there are a handful of things our private insurance excludes,
and that’s why it is imperative that my son keep Medicaid to keep his
supplies needed to sustain his life. By pushing this mandate, you are
not only changing our doctors because of Medicaid, but you are
essentially making our private insurance useless.
Families of medically complex children should be empowered to
work with their existing care teams to make their own decisions in the
best interests of their child’s health. They should not be constrained by
restrictive geographic county service areas determined by government
bureaucracy or have care rationed by private entities with conflicting
interest rooted in profitability.
Our children and families already face enormous challenges on a daily basis. The STAR Kids mandate will
adversely affect the health and well‐being of our state’s most fragile children who are already at risk. As
taxpayers, citizens, and parents who fight every day to keep our children alive, we believe that it is in the best
interests of the State – financially, politically, and morally – to exempt the Medically Dependent Children’s
Programs from this transition.
Please help protect the weakest and most vulnerable of our little citizens who have no voice or say in
the process by exempting the Medically Dependent Children’s Programs from this transition.

Respectfully,
Michelle Oldham
Denton TX 76210

Marshall & Mireya Proulx
Keller, TX
July 17, 2016

Dear Sir or Madam:
Our daughter, Sophia is 7 years old and was born a
triplet during an emergency C-section due to her
identical twin passing away in-utero at 32 weeks
gestation. Sophia was very sick needing multiple
transfusions and weighing only 3 pounds. She was
released from the hospital after 8 weeks in the NICU
and we joylessly made our way home with her and
her surviving triplet brother. We immediately
noticed something was wrong after arriving home as
Sophia began screaming anytime she was awake.
After 6 months we had a brain scan done which confirmed that Sophia had suffered a severe brain injury.
As a result of Sophia’s brain injury she suffers from cognitive impairment, visual impairment, Cerebral Palsy,
Epilepsy, an inability to swallow, and is quadriplegic and confined to a wheelchair. At the age of 2 years old,
after suffering severe abdominal pain and bloody stool Sophia was also diagnosed with Crohn’s Disease.
Sophia also has the world’s best smile, laugh, and is quite the chatterbo x when she is feeling well.
The past 7 years since Sophia’s birth has been a constant battle to keep her healthy and pain manageable. To
keep Sophia healthy she has several doctors’ visits across Dallas and Fort Worth with specialists each week
including her Neurologist, Epileptologist, Gastroenterologist, Pulmonologist, Orthopedic Surgeon,
Anesthesiologist (for pain management), Ophthalmologist, and etc. The quest keep Sophia healthy has led us
to over 30 different specialists before we found the doctors that could not only accurately diagnose all of
Sophia’s conditions but also treat her complex condition.
Due to Sophia’s medically fragile condition and necessity for a broad range of specialist that are located over
a large geographical region we are very afraid the restrictive Star Kids access to specialist and narrow region
will force us to abandon the doctors that know Sophia and how to keep her healt hy. You must understand
that any reduced access in Sophia’s medical care will cause harm and hospitalization. Additionally, and
hospitalization for medically fragile children is life threatening. During a previous hospitalization Sophia
contracted a Staph infection that almost took her life but she managed to escape with two collapsed
vertebrae due to the infection. For almost all other hospitalizations she developed a respiratory infection
that leads to pneumonia which is also life threatening and leads to prolonged hospitalization.
Sophia needs 24/7 care in order to ensure her health maintains a baseline. Her constant monitoring includes
ensuring she does not suffocate, tracking for uncontrolled seizures, watching that her oxygen level does not

drop below dangerous levels, vacuuming out her saliva when she starts to choke (while away or asleep),
changing her diapers, changing her positions, administering her 10 medications 3 times a day, feeding her all
day and night, and of course playing with her when she is feeling good! We are very fortunate to have home
healthcare nursing through the Medically Dependent Children’s Program or else we would not be able to
sleep. As it is, even with as much help as we get from the nursing sleep is seldom and days are filled with
doctors appointments, picking up prescriptions, scheduling therapies, requesting DME supplies and other
support activities. We are fearful that with the forced enrollment in Star Kids program that our home nursing
care will be eliminated or reduced. A disruption in Sophia’s home nursing care either by elimination or
reduction would be harmful to Sophia. Further, the stress of trying to monitor Sophia all night and day while
trying to keep up with all her administrative duties will likely tear our family apart. Keeping Sophia healthy
is so hard as it is.
From a financial perspective, in the past year and a half we have personally invested over $150,000 dollars in
accommodations for Sophia alone including an ADA compliant addition to our house and a wheelchair
accessible minivan. These investments were necessary to facilitate Sophia’s healthcare and were required to
reduce the constant injury our backs sustain from lifting Sophia. Unfortunately, these investments have
placed a heavy financial burden on our family with added stress to our days. We are very anxious that
enrollment in the Star Kids Managed Care program will add to our financial stress. We expect to pay for
more with the managed care program either directly for services OR for services that are denied which we
just don’t have time to constantly battle AND keep up with Sophia’s plan of care. Managed Care plans are
not known for a fair review of care and services for medically fragile children (i.e. automatic rejections
requiring continued petition and explanation through bureaucratic processes). These challenges would lead
to Sophia’s deterioration of health, a failure to thrive, and harm.
Our children and families already face enormous challenges. The Star kids mandate WILL adverse ly affect the
health and well-being of our state’s most fragile and medically needy children by disrupting care, and placing
more restrictions on care for fragile children who are already at risk. As taxpayers, citizens, and parents who
fight every day to keep our children alive, we believe that it is in the best interest of the State (financially,
politically, and morally) to exempt the Medically Dependent Children’s Program from this transition.
Please help protect the weakest and most vulnerable of our little citizens who have no voice or say in this
process by exempting the Medically Dependent Children’s Program from this Mandate.

Sincerely,

Marshall and Mireya Proulx

In June 2007, I was 8 months pregnant with my 2nd son and attending the
funeral of my 12 year old cousin Cale. Cale suffered through yet another bout
of aspiration pneumonia and lay dependent on a ventilator. His doctors and
parents watched him give up the fight to live after years of seizures, feeding
difficulty and pulmonary distress.
Just two weeks later, I gave birth to sweet beautiful Wyatt. I wanted my older
son Max to have a brother and I wanted baby boys. My family was complete.
Things started out fairly normal with only difficulty breastfeeding and severe
reflux. Little did i know what was about to come. In just a few months I
realized something else was wrong. Wyatt wasn't lifting his head, wasn't rolling
over, and looked limp in photos. Our pediatrician finally referred us to the 1st
specialist we would see, a neurologist. Blood work came back normal. Then
on to the 2nd specialist in
such a short time, a
geneticist. Additional
testing confirmed MECP2
Duplication Syndrome.
What little information I
could find ultimately
ended in death by the
20's. Not what a new
mother is anticipating.
Devastation put it mildly.
Finally though we had a
diagnosis, and Cale's
family had an answer to
the cause of his battles.
There are now around 1200 diagnosed cases of MECP2 Duplication in the world.
Wyatt has one of the most severe cases possible. Wyatt is nonverbal,
dependent on a feeding tube, experiences around 10 seizures daily even with 3
antieleptic drugs, is incontinent, and he has the lowest muscle tone of any
child his physical therapist has ever treated.
He is a 100 pound 9 year old boy with the muscle tone of an infant. He cannot
even hold up his own head, so of course he is wheelchair bound. He has a
trach used to clear the copious amounts of mucus and secretions he can't
manage on his own. Without it, we would have lost him years ago the one of
the many pneumonias he is hospitalized with several times each year. His has
nebulizer breathing treatments, vest CPT, and cough assist use every 4 hours to
mantain his pulmonary health. He takes over 20 medications daily.
Wyatt has around the clock 24/7 nurses to care for him, take him to school,
and follow us on vacation. Without their support I would do little more every
day besides care for him. I believe Wyatt is a content kid. He loves his

family, music, and a cool breeze. Wyatt and my family are gratefully yet not
so patiently waiting the 2-5 years until clinical trials begin to reverse this
horribly unfair syndrome.
My work is keeping him alive and happy
until that day. His daily life can literally
go from great to life threatening. I have
bagged him from near death at least 3
times in the last few years.
Last week his nurse yelled for me. I ran to
Wyatt's bed to find his lips purple. His
trach had plugged- mucus clogged his
artificial airway, and he was suffocating.
A quick nerve-racking trach change and he
was able to breathe again. Another
minute without oxygen would have led to
cardiac arrest. I called his pulmonologist,
just one of 7 specialists Wyatt sees on a
regular basis, and we were on our way to
an appointment that same day. He was
able to order a chest xray and trach
culture, start us on antibiotics and steroids
and diagnosis a pseudomonas infection
before it got to the point of hospitalization. A hospitalization for Wyatt looks
like 7-12 days in ICU at a cost of hundreds of thousands of dollars. Besides
saving a huge sum of money, the easy trip to the specialist increased his quality
of life by allowing Wyatt to stay home to fight the infection.
This life-changing, seemingly typical trip to the doctor is just one of the many
choices that will be taken away from Wyatt if MDCP is included in the managed
care set up of Medicaid.
The 100's of 1000's of dollars we would have spent had we been admitted to the
ICU would have been completely covered by our family's health insurance,
because we have hit our maximum family out of pocket expenses. Thereby
saving Medicaid this huge sum of money. With the STAR Kids managed care
set-up for MDCP children, this also would be limited.
Please help Wyatt and EXCLUDE MDCP from the managed care medicaid
program.
Thank you,
Amy Moore and Wyatt Moore
Dallas, TX

To Whom It May Concern:
Sophie is a 5 year old medically fragile child on the MDCP waiver. She was born with micrognathia, a
craniofacial birth defect, which affects her ability to swallow and breath properly. Sophie is gtube dependent and
has gastroparesis and reflux. Sophie also has a narrow airway, which contributes to an increased amount of upper
respiratory infections. Sophie will need extensive orthodontic and jaw corrective surgery in the future, as well as
two other gastric surgeries.
Star Kids threatens the stability of medically complex participants by impeding her ability to access appropriate
care from her providers who specialize in her condition. Her doctors are located all over the metroplex, in
different networks. Under Star Kids there will be no reciprocity between many major facilities and networks.
Sophie will lose access to many of her specialists. Star Kids also inhibits immediate access to specialty care,
which is critical in order to prevent complications for children with long term medical problems and disabilities.
Sophie presents further gastric and dietary complications. She doesn't tolerate
commercial formula and requires a specialized diet that is prepared by her
caregivers and nurses. In addition to her feeding problem, Sophie has low tone
and unstable balance and is prone to falling. Sophie must be monitored
throughout the day by her nurses and parents so that the proper fall precautions
can be taken to ensure her safety.
Sophie also has a fever disorder. She has severe fevers which have registered
temperatures up to 107 degrees Fahrenheit, and has required hospitalization in
the past. Sophie's geneticist at Texas Children’s Hospital, believes that Sophie
has an undiagnosed genetic disorder. Sophie is also prone to skin infections and
granulation tissue caused by the gtube.
In addition, Sophie is diagnosed with Autism. Sophie has also been diagnosed
with developmental delays including: feeding difficulties, oral phase dysphagia,
an Expressive/Receptive disorder, Developmental Articulation disorder, and low
tone.
Sophie attends 22 hours of therapy a week, including PT, OT, ABA, feeding and speech. She is monitored by
multiple specialists including: neurology, GI surgery, pulmonary, genetics, sleep specialist, gastroenterology,
craniofacial plastic surgery, allergy/immunology, and a special needs dentist.
Sophie has many medical and cognitive challenges and caring for her and coordinating her care is a full time job.
The Star Kids mandate will adversely affect the health of the State's most vulnerable, including my daughter. It
also places an undue burden on parents, and places unnecessary restrictions on my ability to create, maintain, and
coordinate Sophie's plan of care. Star kids is very restrictive and less conducive to our medically fragile children
than the current program. Please exempt MDCP from the Star Kids mandate.
Sincerely,
Dena Englander
Dallas, TX
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STAR Kids Advisory Committee Members:
I would like to take a moment to let you know how the change to managed care will negatively affect the care
of my child with profound special needs.
First of all, this change will limit the medical care our children will receive as well as the quality.
This will cause unnecessary extra trips to PCP for referrals to the multiple specialists our children need.
My son was hospitalized for 6 months when he was 8
months old due to a catastrophic form of epilepsy.
Due to the sideeffects from seizures and medications
that were unable to control the seizures, he had to
have a tracheostomy. This was pretty much a life OR
slow death situation for our son. Of course as parents
we chose life. This meant a trach being placed in his
throat and placed in a ventilator so that he could get
the oxygen to his brain and body to live.
Unfortunately, due to our finances our son was
covered under Amerigroup Managed care insurance at
the time. While we were in ICU still recovering from
this major surgery we received a letter from Dr.
Browning (the Amerigroup Medical Director at the
time) letting us know that this surgery was considered
elective because we as our child's parents didn't feel
competent enough to care for our child in his
condition. Thus his tracheostomy was not going to be
covered.
I'm afraid if this MCO does go into effect this will become the normal. The stress level of dealing with these
type of issues will only add to our stressful lives.
To top it all off we only have two choices. Where are have our liberties gone?
Thank you for taking the time to read one reason of many why this should be reconsidered for MDCP and the
changes to be stopped.
Steve and Christie Almand
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My daughter will be 12 at the end of the
month. She has a rare craniofacial syndrome
known as Apert, which occurs in 1 in 100,000
births, and causes more complex issues like
Hydrocephalus and Chiari malformation
(which she also has). We currently live in
Northwest Houston, but have been traveling
to Dallas since she was 1 month old.
She has already had 33 surgeries, all in
Dallas. The Dallas craniofacial team
specializes in her syndrome and has more
Apert patients than anywhere in the world.
Her physician even fixes botched surgeries
from other doctors not knowing what they
were doing operating on a complex
syndrome child. (I know of a handful of kids
from the Houston area personally).
We are currently transitioning to Class from MDCP. I can see how the Star Kids mandate is fine for kids
who are seen locally or are not as medically complex. This mandate will be causing many families
where that is not the case with an already stressful situation and even bigger nightmare. We shouldn't
have to fight to keep our specialists across the state. Our kids should continue to be covered. It's not
just one or two specialists to get approved—it's upwards of 13 specialists, plus hospitals and anyone
they come in contact there. How can we keep this from affecting our children? Please exempt this
medically fragile population from this mandate.
Lisa Bock
Houston, TX
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Nothing good can come from switching to managed care. We are not stupid and everyone knows that
managed care is not as good as real Medicaid or private regular nonHMO benefits.
At this time, my daughter only receives funds for respite care through MDCP. She is a 'total care' child with
Lissencephaly, tube fed, has seizures, wears diapers, is nonverbal, cannot sit unassisted or roll over. I am a
51 yr old stay home mom who has been out of the work force since 1991. As long as my daughter lives, I will
stay home with her, which means I will need respite. She is 15 now.
I already get few benefits from MDCP since it has been impossible to get the home modifications we need
due to the lack of available contractors on the list provided by my caseworker. I anticipate that this program
will be gutted by switching to an HMO. I am very worried. Please realize we need this help very much.
Please do not abandon special needs children and parents.
Thank you,
Paula Adams, mother to Grace Adams
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As a parent with a medically fragile child (Jeffrey) currently receiving services in the MDCP (Medically
Dependent Children Program), I have many concerns about the new STAR kids program. Jeffrey has been
followed by his primary care physician (PCP) for 12 years. This PCM is aware of the many issues my child faces,
and has a positive working relationship with each of the 7 specialists my son sees. If any of these doctors were
changed I fear it would negatively impact the quality of care my child is able to receive.
Another significant area of concern for me is the
possibility of my son losing some services that he
desperately needs. He is currently in speech therapy,
which he may not meet the requirements for under the
new program. His speech therapy also includes working
with him on chewing and swallowing actions, without
that assistance his life may be in jeopardy. He currently
also is receiving occupation and physical therapy (OT
and PT), which enables my child to progress on his
skills in walking, balance and other physical activities.
Without these therapies, he will regress and not have
the skills that are needed as he gets older.
Although my child is 14 years old, he is not able to be left alone. Because of this, he receives respite care services
through MDCP. Those services may also be taken away or significantly diminished with the implementation of
this new program. These services allow me to have other people come in to assist me with the daily care of my
child, they give me a small break, and are an invaluable asset allowing me to work as much as possible. My child
is just one example of the many casespecific children in the MDCP. I would suggest exempting those currently
enrolled in the MDCP from STAR kids, and allowing these medically complicated children to keep the services
and providers they currently have.
I have included a picture of Jeffrey’s latest stay in the hospital (6/6/16), approximately his 31st surgery/procedure
to date.
Debbie Johnston Krieger
San Antonio, TX
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Ilse (ILLsah) is 5 years old. She is immunodeficient and
has SmithLemliOpitz Syndrome. She is g tube fed and
cannot walk independently yet. Part of her syndrome is
disturbed sleep cycles, which means on average, she sleeps
4 hours a night. For the rest of the night she either cries,
endangers her life by getting tangled in her feeding pump
tubing, snags her tubing on something and yanks her g
button, or chokes herself on her toys or with her hands.
Each night a nurse keeps Ilse safe, monitors her continuous
g tube feed, administers medicine for Ilse’s frequent ear
infections and congestion, monitors her O2 SATs and the
Raynaud’s Syndrome that make her feet turn purple from
cold even in warm weather.
Easy and immediate access to Ilse’s pediatrician has
historically allowed Ilse to remain healthy and safe at
home. However, when the state required all providers who
prescribe medicine or supplies for medicaid patients to be
medicaid providers, Ilse lost her excellent primary
physician. Her doctor did not want to become even an
ordering and referringonly medicaid provider. We found
another pediatrician but with the new switch to MCOs,
we’ll lose this pediatrician too unless for some miraculous
reason, she agrees to contract with the MCO. That will
leave Ilse without a pediatrician who knows her, which will
severely limit her ability to get what keeps her safe and
alive.
The therapy Ilse has received has enabled her to progress to almost walking! When she walks we can
work on eating, and when she learns to eat orally, Ilse ideally will no longer need a g tube and expensive
nursing care.
As Ilse’s mom, I’m left with very few choices. By keeping the pediatrician, specialists, nursing agencies,
therapists, and DME that we have, I can choose not to use Ilse’s Medicaid which would bankrupt us
quickly due to Ilse’s expensive needs. Secondarily, I can find a pediatrician etc. who have agreed to
contract with the MCO but then Ilse will lose the doctors who know her and have demonstrated
excellence in caring for her.
By requiring Ilse’s traditional medicaid to transition to a managed care medicaid, the State of Texas is
limiting her access to nursing care, doctors, DMEs, nursing agencies, and therapy.
By giving the MCOs unilateral authority to qualify Ilse for therapy, nursing care, ability to see
specialists, and even whether or not she gets her feeding supplies, the State of Texas is virtually ensuring
that my daughter will not have the quality of life she otherwise could. The MDCP program with
traditional medicaid as it is has enabled me to take care of my daughter and keep her healthy.
Please exempt the MDCP from this forced transition to Managed Care Medicaid. Keep Ilse healthy,
safe, and at home.
Emily & Tim Minich
Plano, TX
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You wouldn't know it to look at them, but all three of
these amazing children have mitochondrial myopathy. I
credit the current Medically Dependent Children’s
Program (MDCP) as being a part in them looking so good.
Each has their own MDCP and ‘freedom to choose’ story.
Jakob is 13. He has been on MDCP since he was 6. Jakob
has a feeding tube and suffers with insulinemia and other
issues caused by lowtone. He currently sees 5 different
specialists. He is not fully vaccinated because at 1 year he
had a seizure following vaccines. Some specialists argue
that vaccines are not only safe but vital to the health and
wellbeing of children with Mito. Others argue that
vaccines are dangerous for children with Mito and can
lead to brain damage, seizures, and other issues due to
their inability to correctly metabolize substances entering
their body. Currently the MDCP program and the state of
Texas allows us, as a family to make the choice of whether
to agree with some of the specialists and avoid vaccines or take the risk again and vaccinate. Managed
care would take that choice out of our hands and put it into the hands of specialist who may or may not
be familiar with mitochondrial disease. Currently, with the help of the medical intervention made
available to us through the MDCP program, Jakob is educationally advanced and for the most part
"healthy" (or at least as healthy as a child with Mito can be).
My middle daughter, ReBekah is 15. She was on MDCP from the time she was 8 until this year. Two
years ago she started having terrible, horrible, agonizing stomach pain. As most parents would, I rushed
her to the ER. After tests and Xrays we were told her pain was gas and she was sent home. Her pain
continued. Now on a managed care plan, I could only take her to a specialist physician after she had
been approved and referred. If a managed care team had seen her ER report that stated "gas pains" how
likely would they have been to refer her to see a GI specialist, despite the fact that she was in agony?
You don't know pain as a parent until you watch your child laying on the floor in agony and you can do
nothing about it. Because we were not on managed care and free to go where we needed, I took her to
another doctor in another town. There it was discovered that her pain was not gas but rather gallstones
secondary to her condition that were blocking her duct. A surgeon removed her gallbladder and her 46
gallstones, and she finally began to recover. She has recovered so much, in fact, that she no longer
qualifies for the MDCP program—because you see, this program is about giving children who are
medically dependent the best chances possible, and for ReBekah that meant the removal of her gtube
and improved health.
My oldest daughter is Isabelle who is 17 and will hopefully be leaving for college next year. Isabelle is
the most medically complicated, probably due to the fact that we spent the first 4years of her life trying
to find her diagnosis. Isabelle sees 7 different specialists, but some of her current specialists want her to
change to a different specialist, who is located in another town and is in charge of an entire clinic
specializing in Mito, because her condition is progressing and becoming more advanced than they can
handle.
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If Isabelle is accepted into the new Mito clinic she will be seeing many more specialists as part of her
"team." What if her MDCP is switched to managed care? Will she still be able to receive the care she
needs? Also what if she gets sick while at college? Will she be able to be seen by local physicians or
will she have to wait to come home first? Isabelle, although appearing in the photo as a perfectly able
bodied, healthy teen has been labeled “medically fragile.” We don't know what her future holds. While
she has plans to be a medical counselor, there are days when I honestly wonder if she will live that long.
How can a managed care team know all the intricacies involved in managing a medically complex child
such as my Isabelle?
Despite having 3 very different stories, one thing is true: when your child is medically complex, it is not
a simple 1Doctor fix. Since birth, my children have seen more specialists than most people see in their
lives. Being able to control the choices we make for them has helped them become the children that
they are today. Freedom of choice offers not only our family, but also our doctors the ability to transfer
us where they need to. A child on MDCP should not be subject to the same controls as a "healthy" child.
Until managed care teams can become experts in every condition that affects the MDCP children of the
state of Texas, they need to leave the medical decisions up to the real experts in the care of these
children: the specialists who see these children in their offices every day and the parents who live with
them and know what they need.
Sharon Fisher
Ft. Worth, TX
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This is Caitlin. She is five years old, strong, brave,
beautiful, and medically fragile. She was born with
congenital muscular dystrophy, and as a result has
lost the ability to walk independently and breath
normally without the assistance of multiple
respiratory therapy treatments per day, including
cough assistance, IPV treatments, CPT, and
nebulized medications. She is also strictly tube
fed.
Prior to finding her current team of specialists, she
was hospitalized every few months for treatment
of acute respiratory failure, pneumonia, and bowel
shut downs. Her diagnoses include respiratory
insufficiency, scoliosis/lordosis, failure to thrive,
and dysphagia to name a few. Thankfully, the need
for inpatient treatment has been minimized, thanks to the services provided through traditional medicaid, her
current team of providers, and excellent home care received through the Medically Dependent Childrens
Program (MDCP).
I am terrified that the switch to managed care will mean Caitlin is no longer able to see her pulmonologist,
primary pediatrician, gastroenterologist, orthopedic surgeon, or neurologist as we currently do. When Caitlin
has an issue, it requires quick intervention to prevent hospitalization. Currently, we are able to quickly access
her needed specialist and initiate treatments that keep her home, healthy, and safe. This ultimately leads to a
reduction in healthcare expenditures through the avoidance of unnecessary visits to her primary care
physician and avoidance of ED visits and/or inpatient hospitalizations. For my medically complex kiddo, a
simple cold or illness often requires the additional training of a specialist. Caitlin’s primary care team is great
in managing preventative services, and immunizations, but even simple colds often require a phone call to the
pulmonologist to manage her cough assist or IPV machine, or respiratory medications. These are decisions
that a primary care physician may not be not qualified to make. I hope that the impact that managed care will
have on all children who are dependent on the care of specialists to maintain their health will be fully
considered before these changes are implemented.
Stephanie Clark Whitenack
San Antonio, TX
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Elisa is turning 13 on Sunday June 19. She has MillerDiecker syndrome with lissencephaly. Elisa sees
10 different doctors; most of them have followed her since birth. She is quadriplegic, and needs lots of
respiratory care, needs to be catheterized and has many seizures a day. She receives nurse care 3 days a
week.
To be able to be at home with family and out of the hospital, she requires medical equipment at home
and the doctors that know her. Without our secondary Medicaid coverage through waiver programs, we
will not be able to afford her equipment, co pays for expensive medication, and nursing hours. We ask to
be able to keep our services with Traditional Medicaid as it has been for the past 9 years.

Stella Tupinamba
Katy, TX
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Jake is 18 years old, C6C7 Quadriplegic. He is healthy and a successful graduate from high school
because of his access to Primary Insurance and the Medically Dependent Children's ProgramMDCP
(nursing hours and Traditional Medicaid).
Jake is dependent on others for dressing, catheterizing, bowel care, and bathing. He needs specialized
equipment: lift system, bed, Cpap, powerwheelchair, and wheelchair accessible van. He needs medical
supplies: Cpap tubing, mask, mask insert, catheters, gloves, and bowel care suppositories. He needs
other supplies: pullups, under pads, and wet wipes. He also has nursing care. Jake deals with
Autonomic Dysreflexia and an inability to regulate his temperature in cold and heat. His skin breaks
down easily, so it takes great care to keep his skin stable.
Jake plans on attending University of North Texas this fall. To make this happen, he will need more
nursing hours than he is receiving now. He will also need Consumer Managed Personal Attendant
Services.
Changing to a managed a care system would put my son’s wellbeing at risk! Please exempt MDCP
from this mandate and allow our children to remain on Traditional MEDICAID!
Julie Rahn
Rowlett, TX
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Meet my 19 year old son, Joshua. When he was 8, he suddenly went
into respiratory arrest and had to be revived 5 times. Doctors later
diagnosed him with ROHHAD, a syndrome so rare, he was just the
23rd person diagnosed in all the world.
The cause is unknown and there is no cure. He can no longer sense
the need to breathe, and requires machines to do this for him and
special monitors to let us know when he is in trouble. He also
stopped producing hormones, and must get replacements in order to
regulate his hydration and prevent him from losing so much fluid
that it could kill him.
Josh has required nearly around the clock medical supervision since
the symptoms of this syndrome emerged. Thankfully, we discovered
the MDCP waiver that allowed access to CCP, which provided
coverage for Joshua’s nursing care. The MDCP waiver program also
covers his hormones, ventilators, oxygen, IPV breathing treatment
machine (which we credit with saving his life when swine flu and
double pneumonia nearly claimed him in 2010), monitors, trach
supplies, visits to his specialists and much more.
Joshua just graduated from high school, and has been working parttime as a foodprep specialist for a
local Schlotzky's restaurant. He dreams of becoming a chef someday, hoping to go to culinary school.
But without a program to help pay for his nurses and expensive medical equipment and supplies, he
risks losing those dreams and quite frankly could lose his life.
Please exempt the MDCP program from the managed care mandate and keep the option of traditional
Medicaid services available for special medically fragile individuals such as my son.
Vanessa Wooten
Cibolo, TX
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"Mrs.. McNear why are you here to see me?".
Was the question that changed our lives forever and I would never change anything about the way it is now.
It was followed by the worst thing you ever want to hear while getting an ultrasound. "Mrs.. McNear your
baby's brain is not developing the way I want it to and I need to do an amniocentesis now, can I do the test?"
After speaking with a genetic counselor and was told that Dr. Hare said this was not the baby I wanted and I
should terminate the pregnancy immediately.
Fast forward 6 years and we have Maddox Ray, the sweetest, most handsome, funniest little boy you will ever
meet and when you do meet him, you will never forget his smile. Since birth, he has been diagnosed with
hydrocephalus, epilepsy, cerebral palsy, visually impaired, developmentally delayed, quadriplegic, etc.....
He has had more downs then ups, and after being lifeflighted to Texas Children's hospital in December 2013
and being diagnosed with: Bronchitis, Collapsed lung; Asthma; Chronic lung disease; Uti  2 times; Pneumonia
 2 times; Found out he has 3 kidney stones in each kidney, Cdiff, RSV, stomach virus, Atlectasis;
Parainfluenza.
He coded in front of me twice at Memorial Hermann in the Woodlands, where he was resuscitated and then
life flighted to Texas Children's, where they also had to resuscitate him en route to the hospital. Then his
already pneumoniafilled lung was punctured and collapsed, where he had to have a chest tube inserted.
He has endured more in his brief lifetime than most people will endure in their entire life, and he continues to
grow, improve and develop due to the Doctors, Nurses and Therapists that help take care of him.
If he were to
lose any of his benefits because of the managed care mandate, I know that he will not stay healthy and
continue to thrive. His health along with his development will decline, and the possibility of him dying
becomes a very real fear.
The benefits Maddox other medically fragile children receive through the Medically Dependent Chidlren’s
Program are integral to maintaining their health, well being and continued physical and cognitive
development. I implore you to please think of all the children whose lives will be negatively affected by these
cuts. Children that yes, may not be perfect in the eyes of society, but are no less worthy then anyone of us.
I understand that cuts needs to be made, but I believe that there are other areas that things could be scaled
back on that do not include lifesaving medical intervention, that will impact the lives of innocent children that
were just given a different start in the world that we have. These children are integral parts of the families
lives they are part of and every family affected by these cuts will be negatively impacted by losing any of
these benefits for their children.
I am going to end this letter with a scenario. How would you feel if the only thing that is helping your child
stay alive could possibly be cut back or ended. Just because they are medically fragile children/special needs
children, that doesn't mean they deserve any less of an chance to stay as healthy and alive. Please put
yourself in the situation of the families. Please exempt MDCP from this mandate.
Thanking you again for your reading our story.
Vanessa McNear
Tomball, TX
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As a pharmacist and a mother of a special needs child, I strongly urge the state officials to consider
keeping medically dependent children in traditional Medicaid for the following reasons:
1. It saves the State of Texas money when traditional Medicaid only pays for the copay. If we are
on managed care program, the state will have to have to pay more, no coordination of benefit can
be done. The pharmacy providers only can bill private insurances or managed care plan. To
make sure the patients receive medications at the lowest copay, providers will bill managed care,
which results in increased cost to the state.
2. Patient treatment would be delayed due to time consuming prior authorization from managed
care. Many cases would lead to hospitalization.
Hong Brod
Austin, TX
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This change to managed care will influence everything. If I weren't apart of online groups, I would have
never known what's going on. I haven't gotten a letter about this change or been asked to check with
doctors. This change does not need to happen. We will have to change to a different therapy company,
and will lose at least two of our doctors (one being our pediatrician, who was so hard to find).
We will have to change key people in my son’s life who are amazing and key to his continued success.
Please rethink this mandate not just for my MDCP child, but all families like mine. We as parents have
enough on our plate to deal with besides having to worry more about insurance. Our kids deserve the
best, and you're taking care away from our special children.
Holly Ray Telles
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There is no doubt in our minds that our daughter, Chloe Fields, has the quality of life she has today
because of what Medicaid and the Medically Dependent Children's Program have allowed us to do for
her. Chloe is 7 years old. She is happy, has a great sense of humor, and is very social. She attends
school and is well known and loved by her fellow students.
Chloe has Leigh Syndrome which is a fatal Mitochondrial Disorder and has numerous difficulties due to
this disorder. She has been diagnosed with lesions of the brain, dystonia (muscle contractions), Cortical
Vision Impairment, hip dysplasia, kidney reflux, dysphagia (speech/language disorder), low tone/high
tone, heat intolerance and dysphagia (swallowing difficulties). She is fed through a GTube, uses Ankle
Foot Orthotics, and is incontinent. Chloe is nonverbal and nonambulatory. She is completely
dependent for her care.
Due to the many medical complications Chloe faces daily, she has a team of physicians that care for
her. Besides her pediatrician, Chloe is under the care of 11 specialists, a dietician, occupational
therapist, physical therapist, speech therapist, and vision impairment specialist. She utilizes a DME for
medical supplies, home health agency for nursing care, and an equipment supplier. We are fortunate
that Chloe's pediatrician is outstanding, understands Chloe, is aware of her complexities, works well
with all of her physicians and other care services, and knows our family. We could never put a price on
what he means to the wellbeing of our child.
Can you imagine losing any piece of this coordinated care? It has taken us years to put together the
right team. Not all physicians understand the complexities of Mitochondrial Disorders. Plus, Chloe is
the only documented person in the world with a particular gene mutation. It is critical she has the right
medical professionals in place. Starting over through a MCO would be detrimental to Chloe's well being
and potentially fatal. Being able to find and select the right specialists has allowed us to keep Chloe
alive. It has allowed us to get her critical medical care in a timely manner, which is vital with a Mito
disorder. It has allowed for decreased hospitalizations, increased quality of life, and even given Chloe
the ability to go to school.
Chloe receives nursing care through traditional Medicaid and the Medically Dependent Children's
Program. This has been important for Chloe but also our family. It's another set of eyes looking at
Chloe and keeping her healthy. Having nursing care allows Chloe to safely attend school. It allows us to
leave Chloe in capable hands while we attend activities to support her brother. Due to her dystonia,
Chloe does not sleep well almost every night and having nursing care allows me to rest during the day
when the night has been particularly difficult. Chloe's care is full time and hands on because she can
not care for herself. It is physically and mentally exhausting at times. Having nursing coverage gives me
the breaks I need so I can better care for Chloe. Most importantly, it allows for us to care for her at
home.
When we started this journey, our private insurance capped out on services for Chloe and we were
panicked as to how we were going to be able to provide for our daughter. Qualifying for MDCP
changed all of that. We had to prove that Chloe was medically fragile and dependent for care to
receive services through MDCP.
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Chloe's care is complex. There is a fine balance that has to be maintained by her medical team to keep
her stable. When we do end up in the ER, the emergency physicians are at a loss as to how to care for
her. It takes a coordinated effort from her pediatrician, metabolic geneticist and her outoftown
mitochondrial specialist to guide the hospital physicians. Restricting the physicians, the care facilities
and the service area will adversely affect the care of my child.
Please exempt the Medically Dependent Children's Program from this transition. These are medically
fragile children with complex needs who will not thrive under a restrictive medical plan. These children
need quick access to their medical teams, who know them, so they receive appropriate treatments in a
timely manner that can keep them home, healthy and safe. Our family is already under significant
stress and restructuring Chloe's medical care would be a tremendous burden mentally, emotionally
and financially.

Sincerely,
Suzette Fields
Cedar Park, TX
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Lily is five years old. She has a rare genetic disorder affecting chromosome 3. We know the mutation
is in the third chromosome, but little is known about the specific effects on the body.
During her first several months of life, I was drowning in a sea of uncertainty. Lily was suffering
unexplainable symptoms, doctors said nothing can be done, nursing hours were limited, supplies were
not covered...and my financial debt was mounting, even being covered by two private insurances.
Soon, it came time for Lily's open heart surgery (her third surgery), and a ten day hospital stay turned
into an 85 day nightmare. I was under all sorts of enormous stress: emotional, physical, financial. All
the while, Lily is fighting for her life, very unstable. It seemed every day, a new complication arose.
Finally, it was determined that the best thing for her was to go home. And so we did. But our fight was
not over. I focused all my energy on my daughter. I didn't care what it was cost. Then, by chance, I
met a woman that pointed me towards the Medically Dependent Children's Program.
Once Lily was deemed qualified for the program and accepted into MDCP, her medical needs were met
through Medicaid and she qualified for nursing hours. It brought great relief to know Lily was under the
care of someone knowledgeable and trained in quick aid response.
Lily's health and stability improved greatly. However, she still requires total care. She does not walk,
talk, or communicate by means other than facial expressions. She is Gtube fed, and has global
developmental delays. She is still under the care of eight physicians, and is pending heart and
craniofacial surgeries. She receives therapy in all three disciplines, OT, PT, and speech. Where the
average person sees "failure to thrive" and "developmental delays", her established medical team sees
progress, success and joy.
The Medically Dependent Children's Program has allowed Lily to experience joy and love. It is our
lifeline in this unpredictable story. Forcing her to transition to a managed care program will disrupt the
stability we enjoy and depend on. Please exempt the Medically Dependent Children's Program from
this mandate.
Christina Villareal
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As the primary caregivers to Joshua, a medically
complex child, we believe that forcing vital Medicaid
waiver programs, in particular the Medically
Dependent Children Program (MDCP), to transition to
managed care organizations (MCOs) will significantly
impact and threaten the stability and wellbeing of
my medically complex and medically fragile child.
Joshua is 12 years old and has had medical issues
since birth. He has Angelman Syndrome which causes
seizures, feeding issues (he almost lost his life and all
physical skills after gtube placement surgery went
wrong last year), motor/balance issues (he cannot
walk or even stand unaided, no selfcare abilities, and
no cognizance of danger. Caring for Joshua on a daily
basis is consuming and exhausting, and many days
extremely overwhelming. Joshua needs help with
every single selfcare activity and physical transfer, he
needs a lot of physical support that could not be done
in our home without the MDCP program's respite care and nursing care, because this mom has physical issues
herself, that require one other person to always be available to help me to lift/transfer Joshua safely, for both
of us, and to provide emergency help when needed in times of seizures or choking. The services currently
provided by the Medically Dependent Children’s Program allow our medically dependent child to stay at
home with our family, in the community, despite the intensive level of care Joshua requires.
Immediate access to specialty care is vital for children like Joshua with complex medical issues and disabilities.
This is crucial to prevent complications and promote long term stability. Joshua's team of medical
professionals has taken years to assemble, including Joshua's pediatrician. Working together, these providers
have helped Joshua to remain mostly medically stable and safe at home with his family. Joshua's stability is
tenuous, and specialists are our lifelines. Being forced to rebuild a medical team of professionals and facilities
that are (1) contracted with one of the available MCOs AND (2) within a narrowly defined service area will
severely restrict Joshua's access to appropriate care, including specialty physicians, therapists, DMEs,
facilities, hospitals, nursing care and nursing agencies. Lack of access to critical specialists threaten Joshua's
life and will result in higher acute care costs. Inability to access appropriate specialty providers will cause
enormous and unnecessary duress on our family, and jeopardizes our ability to maintain Joshua's care at
home.
Many primary care physicians and specialists will not accept our medically complex child as patients due to
the complexity of their needs and the intensive care they require. All specialists (and most PCPs) have
extensive waiting lists for new patients, and those whom elect to agree to the MCOs terms and conditions
may not be the most appropriate provider or specialty care center for my medically complicated children.
Forcing medically fragile children to sit on a waiting list for new providers with 180,000 other children
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because of a bureaucratic decision will be detrimental to Joshua's stability.
Additionally, not allowing my family to fully utilize our primary private health insurance will force increased
reliance on Medicaid and translate into even greater costs for the State of Texas. For example, we currently
choose to see some specialists through our primary private health insurance plans. These providers are not
Medicaid providers, but they keep our child medically stable and provide the most appropriate care for
Joshua's complex medical needs. When services or procedures are performed by this physician, we pay out of
pocket, but often the supporting services and/or facilities are covered by Medicaid, making it possible for our
family to afford and access the care that Joshua requires to stay at baseline. This will no longer be possible
with this move to restrictive managed care organizations, thereby forcing further reliance on Medicaid,
increasing Medicaid costs, and threatening Joshua's wellbeing.
The Medically Dependent Children Program was designed to support families caring for children and young
adults who are medically dependent, and make it possible for these children to remain at home. Our family
already faces enormous and stressful challenges on a daily basis. In Joshua's short life, he has faced and
endured more than most adults will experience in a lifetime. Compelling fragile, medically dependent
children to restrictive managed care insurance companies greatly increases the burden on parents and
children, and places unnecessary restraints on our ability as caregivers to create and maintain an appropriate
plan of care at home.
The STAR Kids mandate will adversely affect the health and wellbeing of our state’s most fragile and
medically needy children by disrupting care, and placing more restrictions on care for fragile children who are
already fight an uphill battle on a daily basis. As taxpayers, citizens and parents we believe that it is in the best
interest of the State –financially, politically and morally—to exempt the Medically Dependent Children
Program from this transition.
Yvonne and Kevin Hamrick
Fort Worth, TX
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As the primary caregiver to Zachary C., a medically complex,
chronically ill child, I believe that forcing vital Medicaid
waiver programs, in particular the Medically Dependent
Children Program (MDCP), to transition to managed care
organizations (MCOs) will significantly impact and threaten
the stability and wellbeing of my medically complex and
medically fragile child.
Zachary is 9 years old and has had medical issues since age 2.
He has side effects and complications from cancer, which
causes chronic constipation and impactions as well as
incontinence. Caring for Zachary on a daily basis is constant
and overwhelming task sometimes
.
The services currently

provided by the Medically Dependent Children’s 
Program
allow our medically dependent child to stay at home with our
family, in the community, despite the intensive level of care
Zachary requires.
Immediate access to specialty care is vital for children like
Zachary, with complex medical issues and disabilities. This is crucial to prevent complications and
promote long term stability. Zachary's team of medical professionals has taken years to assemble,
including Kenneth Sultemeier, Zachary's pediatrician. Working together, these providers have helped
Zachary to remain fairly medically stable and safe at home with his family. Zachary's stability is
tenuous, and specialists are our lifelines. Being forced to rebuild a medical team of professionals and
facilities that are (1) contracted with one of the available MCOs AND (2) within a narrowly defined
service area will severely restrict Zachary's access to appropriate care, including specialty physicians,
therapists, DMEs, facilities, hospitals, nursing care and nursing agencies . Lack of access to critical
specialists threaten Zachary's life and will result in higher acute care costs. Inability to access
appropriate specialty providers will cause enormous and unnecessary duress on our family, and
jeopardizes our ability to maintain Zachary's care at home.
Many primary care physicians and specialists will not accept our medically complex child as patients
due to the complexity of their needs and the intensive care they require. All specialists (and most PCPs)
have extensive waiting lists for new patients, and those whom elect to agree to the MCOs terms and
conditions may not be the most appropriate provider or specialty care center for my medically
complicated children. Forcing medically fragile children to sit on a waiting list for new providers with
180,000 other children because of a bureaucratic decision will be detrimental to Zachary's stability.
Additionally, not allowing my family to fully utilize our primary private health insurance will force
increased reliance on Medicaid and translate into even greater costs for the State of Texas. For example,
we currently choose to see 4 to 5 s
pecialists through our primary private health insurance plans. These
providers are not Medicaid provi
ders, but they keep our child medically stable and provide the most
appropriate care for Zachary's complex medical needs. When services or procedures are performed by
this physician, we pay out of pocket, but often the supporting services and/or facilities are covered by
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Medicaid, making it possible for our family to afford and access the care that Zachary requires to stay at
baseline. This will no longer be possible with this move to restrictive managed care organizations,
thereby forcing further reliance on Medicaid, increasing Medicaid costs, and threatening Zachary's
wellbeing.
The Medically Dependent Children Program was designed to support families caring for children and
young adults who are medically dependent, and make it possible for these children to remain at home.
Our family already faces enormous and stressful challenges on a daily basis. In Zachary's short life, He
has faced and endured more than most adults will experience in a lifetime. Compelling fragile,
medically dependent children to restrictive managed care insurance companies greatly increases the
burden on parents and children, and places unnecessary restraints on our ability as caregivers to create
and maintain an appropriate plan of care at home.
The STAR Kids mandate will adversely affect the health and wellbeing of our state’s most fragile and
medically needy children by disrupting care, and placing more restrictions on care for fragile children
who are already fight an uphill battle on a daily basis. As taxpayers, citizens and parents we believe that
it is in the best interest of the State –financially, politically and morally—to exempt the Medically
Dependent Children Program from this transition.

Jennifer Cartwright
Wichita Falls, TX
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As the primary caregiver to Jason Wardell, a medically complex,
chronically ill child, I believe that forcing vital Medicaid waiver programs,
in particular the Medically Dependent Children Program (MDCP), to
transition to managed care organizations (MCOs) will significantly impact
and threaten the stability and wellbeing of my medically complex and
medically fragile child.
Jason is 13 years old and has had medical issues since birth. He has a
Double Inlet Left Ventricle, Cerebral Palsy, Asthma, Restrictive Lung
Disease, Soclosis, Epilepsy, Developmentally Delayed, and MMR,
pacemaker and feeding tube which causes trouble breathing, fatigue, loss of
appetite, so someone must feed him, bath him, change his diapers, monitor
heart and respiratory rate, is also on oxygen, and also make sure he gets
power nutrition. Caring for Jaaon on a daily basis is allconsuming and
constant. It can be taxing, tiring, exhausting,and sometimes overwhelming.
The hardest thing for me is that I never know if he is going to wake up, and
what the day will bring. The services currently provided by the Medically
Dependent Children’s Program allow our medically dependent child to stay
at home with our family, in the community, despite the intensive level of care Jason requires.
Immediate access to specialty care is vital for children like Jason with complex medical issues and disabilities.
This is crucial to prevent complications and promote long term stability. Jason’s team of medical professionals
has taken years to assemble, including Jason’s pediatrician. Working together, these providers have helped
Jason's to remain Fairly medically stable and safe at home with his family. Jason's stability is tenuous, and
specialists are our lifelines. Being forced to rebuild a medical team of professionals and facilities that are (1)
contracted with one of the available MCOs AND (2) within a narrowly defined service area will severely restrict
Jason's access to appropriate care, including specialty physicians, therapists, DMEs, facilities, hospitals, nursing
care and nursing agencies . Lack of access to critical specialists threaten Jason's life and will result in higher
acute care costs. Inability to access appropriate specialty providers will cause enormous and unnecessary duress
on our family, and jeopardizes our ability to maintain Jason's care at home.
Many primary care physicians and specialists will not accept our medically complex child as patients due to the
complexity of their needs and the intensive care they require. All specialists (and most PCPs) have extensive
waiting lists for new patients, and those whom elect to agree to the MCOs terms and conditions may not be the
most appropriate provider or specialty care center for my medically complicated children. Forcing medically
fragile children to sit on a waiting list for new providers with 180,000 other children because of a bureaucratic
decision will be detrimental Jason's care.
The Medically Dependent Children Program was designed to support families caring for children and young
adults who are medically dependent, and make it possible for these children to remain at home. Our family
already faces enormous and stressful challenges on a daily basis. In Jasons short life, He has faced and endured
more than most adults will experience in a lifetime. Compelling fragile, medically dependent children to
restrictive managed care insurance companies greatly increases the burden on parents and children, and places
unnecessary restraints on our ability as caregivers to create and maintain an appropriate plan of care at home.
The STAR Kids mandate will adversely affect the health and wellbeing of our state’s most fragile and medically
needy children by disrupting care, and placing more restrictions on care for fragile children who are already
struggle on a daily basis. As taxpayers, citizens and parents we believe that it is in the best interest of the State
–financially, politically and morally—to exempt the Medically Dependent Children Program from this transition.
Sunni Wardell
Victoria, TX
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As the primary caregiver to Zoe Colquitt a medically complex,
chronically ill child, I believe that forcing vital Medicaid waiver
programs, in particular the Medically Dependent Children Program
(MDCP), to transition to managed care organizations (MCOs) will
significantly impact and threaten the stability and wellbeing of my
medically complex and medically fragile child.
Zoe Colquitt is 15 years old and has had medical issues since she
was born she has congenital central hypo ventilation syndrome,
cardiac issues, epilepsy, cleft palette, immune compromised, adrenal
insufficiency. which causes her to be ventilator dependant Caring
for Zoe on a daily basis is consuming, constant, taxing, and
overwhelming. This week alone in have been up for 5 days straight
trying to care for her.
The services currently provided by the Medically Dependent
Children’s Program allow our medically dependent child to stay at
home with our family, in the community because of intensive level of care Zoe requires.
Immediate access to specialty care is vital for children like Zoe with complex medical issues and disabilities. This is crucial
to prevent complications and promote long term stability. Zoe's team of medical professionals has taken years to
assemble, even Zoe's pediatrician. Working together, these providers have helped Zoe to remain fairley medically stable
and safe at home with her family. Zoe'st Zoe's stability is tenuous, and specialists are our lifelines. Being forced to rebuild
a medical team of professionals and facilities that are (1) contracted with one of the available MCOs AND (2) within a
narrowly defined service area will severely restrict Zoe's access to appropriate care, including specialty physicians,
therapists, DMEs, facilities, hospitals, nursing care and nursing agencies Lack of access to critical specialists threaten
Zoe's life and will result in higher acute care costs. Inability to access appropriate specialty providers will cause enormous
and unnecessary duress on our family, and jeopardizes our ability to maintain Zoe at home.
Many primary care physicians and specialists will not accept our medically complex child as patients due to the complexity
of their needs and the intensive care they require. All specialists (and most PCPs) have extensive waiting lists for new
patients, and those whom elect to agree to the MCOs terms and conditions may not be the most appropriate provider or
specialty care center for my medically complicated children. Forcing medically fragile children to sit on a waiting list for new
providers with 180,000 other children because of a bureaucratic decision will be detrimental to Zoe ability.
Additionally, not allowing my family to fully utilize our primary private health insurance will force increased reliance on
Medicaid and translate into even greater costs for the State of Texas. For example, we currently choose to see 12
specialists/primary care through our primary private health insurance plans. These providers are not Medicaid providers,
but they keep our child medically stable and provide the most appropriate care for Zoe's complex medical needs. When
services or procedures are performed by this physician, we pay out of pocket, but often the supporting services and/or
facilities are covered by Medicaid, making it possible for our family to afford and access the care that Zoe requires to stay
at baseline. This will no longer be possible with this move to restrictive managed care organizations, thereby forcing further
reliance on Medicaid, increasing Medicaid costs, and threatening Zoe's wellbeing.
The Medically Dependent Children Program was designed to support families caring for children and young adults who are
medically dependent, and make it possible for these children to remain at home. Our family already faces enormous and
stressful challenges on a daily basis. In Zoe'sshort life, she has faced and endured more than most adults will experience
in a lifetime. Compelling fragile, medically dependent children to restrictive managed care insurance companies greatly
increases the burden on parents and children, and places unnecessary restraints on our ability as caregivers to create and
maintain an appropriate plan of care at home.
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The STAR Kids mandate will adversely affect the health and wellbeing of our state’s most fragile and medically needy
children by disrupting care, and placing more restrictions on care for fragile children who are already fight to stay alive on a
daily basis. As taxpayers, citizens and parents we believe that it is in the best interest of the State –financially, politically
and morally—to exempt the Medically Dependent Children Program from this transition.
Shelley Colquitt
Dallas, Texas
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This is Noah. He was born with CHD (congenital heart defects) coarctation of aorta and av canal defect. He
had open heart surgery which caused BVCP (bilateral vocal cord paralysis) he could not breath on his own. He
was trached at 11 weeks old and a feeding tube placed due to oral aversion and no suck swallow coordination
after being intubated for so long. He was discharged 5 months later, and came home with tons of medical
equipment.
We have primary insurance, but without the MDCP program that allowed us to access Medicaid, I would of
had to quit my job to care for my son as my primary did not offer nursing care. We would have last our
home, transportation, our life. Our specialists copay alone is enough to run us into the ground. He sees ENT,
PULM, voice Dr., GI and Cardiac along with PT, ST, and OT twice a week at an outpatient facility. He has been
with each of these since he was 5 weeks old. They have all followed him so closely, they know him by name
because of how special he was. He has thrived being able to get the care he needed under MDCP. I don't
believe he would be where he is today without it. Even though we are thankful that he now looks healthy,
he's still very delayed and sees his specialists on a regular basis. Without access to traditional medicaid, I will
not be able to access the care my son needs, and the services and therapies he needs to thrive so that one
day, he can become ready for school. Please don't change what has been so very helpful for our kids!
Danielle Daulong
Irving, TX
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This is our daughter Maile. She has 22q11.2 deletion
syndrome. She has therapy 6 times a week, sees more
doctors than I can count at 5 in the morning and she
owns a chunk of my heart! I have dedicated the last
14 years of my life to take care of her. I quit my job,
then went back to work to put my husband through
graduate school then quit my job again in hopes of
giving her a better life. We moved to Texas when she
was 4 years old and we were shocked to discover the
waiting lists and how hard it is to find good care for
here. It took years to find the doctors we need. We
still struggle to find therapists for her. Most therapists
and many doctors have never even heard of her
syndrome.
As the primary caregivers to Maile, a medically
complex, chronically ill child, we believe that forcing
vital Medicaid waiver programs, in particular the
Medically Dependent Children Program (MDCP), to
transition to managed care organizations (MCOs) will
significantly impact and threaten the stability and wellbeing of my medically complex and medically fragile
child.
Maile is 14 years old and has had medical issues since birth. She has 22q11.2 deletion syndrome, a rare disease,
which causes cardiac defects, seizures, scoliosis, low immune system, thyroid and parathyroid dysfunction, vision,
feeding problems, sleep disruptions, constipation and much more . There as over 180 symptoms that she can have,
many of which appear at varying times in her life. Caring for Maile on a daily basis is constant and never ending,
As her caregivers, we are often sleep deprived and exhausted from the sheer number of appointments she has and
the constant care that she requires. The services currently provided by the Medically Dependent Children’s
Program allow our medically dependent child to stay at home with our family, in the community, despite the
intensive level of care Maile requires.
Immediate access to specialty care is vital for children like Maile with complex medical issues and disabilities.
This is crucial to prevent complications and promote long term stability. Maile’s team of medical professionals
has taken years to assemble, including Maile’s pediatrician. Working together, these providers have helped her to
remain mostly medically stable and safe at home with his family. Maile’s stability is tenuous, and specialists are
our lifelines. Being forced to rebuild a medical team of professionals and facilities that are (1) contracted with one
of the available MCOs AND (2) within a narrowly defined service area will severely restrict Maile’s access to
appropriate care, including specialty physicians, therapists, DMEs, facilities, hospitals, nursing care and nursing
agencies. Lack of access to critical specialists threaten Maile’s life and will result in higher acute care costs.
Inability to access appropriate specialty providers will cause enormous and unnecessary duress on our family, and
jeopardizes our ability to maintain Maile’s care at home.
Many primary care physicians and specialists will not accept our medically complex child as patients due to the
complexity of their needs and the intensive care they require. All specialists (and most PCPs) have extensive
waiting lists for new patients, and those whom elect to agree to the MCOs terms and conditions may not be the
most appropriate provider or specialty care center for my medically complicated child. Forcing medically fragile
children to sit on a waiting list for new providers with 180,000 other children because of a bureaucratic decision
will be detrimental to Maile’s stability.
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Additionally, not allowing my family to fully utilize our primary private health insurance will force increased
reliance on Medicaid and translate into even greater costs for the State of Texas. Because we choose to pay for
insurance through my husband’s employer, most of Maile’s medical bills are payed for by her private insurance,
saving Medicaid thousands of dollars each year.
The Medically Dependent Children Program was designed to support families caring for children and young
adults who are medically dependent, and make it possible for these children to remain at home. Our family
already faces enormous and stressful challenges on a daily basis. In Maile’s short life, she has faced and endured
more than most adults will experience in a lifetime. Compelling fragile, medically dependent children to
restrictive managed care insurance companies greatly increases the burden on parents and children, and places
unnecessary restraints on our ability as caregivers to create and maintain an appropriate plan of care at home.
The STAR Kids mandate will adversely affect the health and wellbeing of our state’s most fragile and medically
needy children by disrupting care, and placing more restrictions on care for fragile children who are already
fighting for their lives on a daily basis. As taxpayers, citizens and parents we believe that it is in the best interest
of the State –financially, politically and morally—to exempt the Medically Dependent Children Program from this
transition.
Keith and Margaret Houston
Summerwood, Texas
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My name is Carla Cowdrey. I am writing this as a
resident of Cooke County, TX on behalf of my 7 yr.
old son, William. William was diagnosed with
Hydrocephalus at 22 weeks gestation. As a result of
this diagnosis, he has Spastic Quadriplegia Cerebral
Palsy (SQCP), microcephaly, is tube fed, nonmobile
and nonverbal. He is classified as medically fragile
and will need total care all his life. He currently
receives superior care at Cook Children’s Hospital in
Ft. Worth, TX. He is seen by 7 specialists and obtains
his formula and feeding supplies from Cook Children’s
Home Health.
He has primary insurance through Aetna from my
husband’s employer. It is the top tier policy that does
not require any referrals. He has TX Medicaid as a
secondary insurance. His medical needs are intensive
and we are very thankful that we have Medicaid as
secondary insurance.
William has Traditional Medicaid through the Medically Dependent Children’s
Program; (MDCP) a program that serves the most fragile and medically complex
children. This program is a blessing to those it serves because it allows families to
care for their children in their homes and to direct their care in the best way
possible because the families and the doctors who care for these children know
best how to direct their care.
Recently, through facebook, I have heard of certain changes that are going to be
made to the TX Medicaid Program and in particular, the MDCP program that
provides my son traditional Medicaid. After speaking with my son’s exceptional
caseworker, Julia Sandovol, who forwarded my questions to Christina Cantu from
Maximus, a healthcare broker for Medicaid and the office manager of the
Gastrointestinal Clinic at Cook Children’s I am not satisfied with the proposed
changes. In fact I am down right frightened for my medically fragile, severely
disabled child’s life because of these proposed changes. I will attempt to explain
my concerns as a parent who knows how my son’s healthcare works best.
I called my son’s caseworker in late May of this year expressing my concern. Julia
has always been my goto gal for all MDCP questions and has never disappointed
me. Her dedication to the people she serves is an example to caseworkers
everywhere. She had told me that she did know that changes were being made
but was not sure of specifics. She gave me the name of Christina Cantu, the
representative at Maximus. Her answers to my questions left me in tears and
frightened for what would become of my son’s care team which has worked
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together since before he was born to keep him healthy with a great quality of life.
Christina told me that the state of TX was doing away with all Medicaid and
moving towards a Managed Care Organization (MCO) format. After that she said
she did not know anything else and would not know anything until August, after
she has received training in Austin about the MCOs.
Contrary to what she told me, the DADS website had posted a proposed map of
TX, with the MCO areas over the counties. She did not know about this map or the
severe implications it holds for children like my son, William. The first problem is
how the managed care areas are drawn. There is no rhyme or reason to it. It puts
the majority of the specialists that my son and other MDCP children use in small
areas and reduces the likelihood of a child who lives in a rural area of having
access to their specialists.
My particular situation is that my home in Cooke County is 11 miles from the OK
border. According to the DADS map of Managed Care Service Areas (MCSA) I am
located in the MRSA Northeast area. As an MDCP child, my son would then be in
the STARKids Program. In that program he has the choice of 2 options, Texas
Children’s and United.
Immediately, I see two problems that will block my son from receiving the
appropriate healthcare, equipment and medicine from his well established team of
specialists. My son’s specialists are all located at Cook Children’s Hospital.
According to the map, my son would have to transfer all his specialist care to
Texas Children’s Hospital, in Houston, over 400 miles away from home. His team
at Cook Children’s is 68 miles away. Someone will have to explain to me why it is
more cost efficient and easier to transfer my son’s specialist team to another
hospital that does not know him or our family that requires a day’s drive and an
overnight hotel stay. It is more cost effective to keep his care “as is” at Cook
Children’s, with our private policy as primary insurance and traditional TX Medicaid
as his secondary insurance.
My second problem is that even though Cook Children’s Hospital is working to get
a contract with Texas Children’s it is not guaranteed and it is still out of my MSCA.

This new move to changing Medicaid to a MCO will completely
block my son from his care. As it stands now, my family would have to
move into the MCSA of Cook Children’s in order to maintain his excellent, cost
effective care.
The new MCO is not just highly restrictive; it prevents families from utilizing their
primary health insurance, forcing us to choose between accessing the most
appropriate provider to care for our child and obtaining coverage for my son’s
many medical needs. There is no provision for those who have a primary health
insurance. It actually forces Medicaid to be the primary insurance. That is not cost
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effective. It will result in increased higher care costs which will increase costs for
Medicaid and the state of Texas. This is also a disservice to the weakest, most
vulnerable citizens whose only voice they have is their parents. I am speaking out
on behalf of my son, on behalf of other children like him and for all parents who
are primary caregivers and the specialist who help maintain their health and
quality of life. I am asking the legislature to spare this unnecessary change in the
Medically Dependent Children’s Program and to exempt these most fragile and
vulnerable children from the Managed Care Organizations (MCO) and the Managed
Care Service Areas (MCSA).
Respectfully Submitted,
Carla Cowdrey
Parent and Primary Caregiver of William Cowdrey
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As the primary caregiver to Emma, a medically complex,
chronically ill child, I believe that forcing vital Medicaid waiver
programs, in particular the Medically Dependent Children
Program (MDCP), to transition to managed care organizations
(MCOs) will significantly impact and threaten the stability and
wellbeing of my medically complex and medically fragile
child.
Emma is 5 years old and has had medical issues since birth.
She has a rare genetic disorder that no one else in the world
has therefore no name, congenital heart defect (VSD, PDA,
PFO which has been repaired), Polymicrogyria, Larygomalacia,
Trachomalacia, bronchomalcia, GERD, Multipicystic dysplastic
left kidney that does not function, Tethered Spinal Cord, tibial
torsion, femoral torsion, Chronic Kidney Disease Stage 1,
Dysphagia, micrognathia, compromised immune system due
to no thymus, CVI, and Hearing loss in the Left ear.

Which
causes a tracheostomy, feeding tube and unrinary
incontinence, acute respiratory failure frequently, and
feeding intolerance frequently.
Caring for Emma on a daily basis is constant and exhausting. For example, one day Emma vomited
every feed multiple times after the feed and needed to have her trach suctioned multiple time every
half hour, not including the fact that she was requiring oxygen which is unlike her. The services
currently provided by the Medically Dependent Children’s Program allow our medically dependent
child to stay at home with our family, in the community, despite the intensive level of care Emma
requires.
Immediate access to specialty care is vital for children like Emma with complex medical issues and
disabilities. This is crucial to prevent complications and promote long term stability. Emma’s team of
medical professionals has taken years to assemble, including Emma’s pediatrician. Working together,
these providers have helped Emma to remain relatively medically stable and safe at home with his
family. Emma’s stability is tenuous, and specialists are our lifelines. Being forced to rebuild a medical
team of professionals and facilities that are (1) contracted with one of the available MCOs AND (2)
within a narrowly defined service area will severely restrict Emma’s access to appropriate care,
including specialty physicians, therapists, DMEs, facilities, hospitals, nursing care and nursing agencies.
Lack of access to critical specialists threaten Emma’s life and will result in higher acute care costs.
Inability to access appropriate specialty providers will cause enormous and unnecessary duress on our
family, and jeopardizes our ability to maintain Emma’s care at home.
Many primary care physicians and specialists will not accept our medically complex child as patients
due to the complexity of their needs and the intensive care they require. All specialists (and most
PCPs) have extensive waiting lists for new patients, and those whom elect to agree to the MCOs terms
and conditions may not be the most appropriate provider or specialty care center for my medically
complicated children. Forcing medically fragile children to sit on a waiting list for new providers with
180,000 other children because of a bureaucratic decision will be detrimental to Emma’s stability.
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Additionally, not allowing my family to fully utilize our primary private health insurance will force
increased reliance on Medicaid and translate into even greater costs for the State of Texas. For
example, we currently choose to see 2 specialists/primary care through our primary private health
insurance plans. These providers are not Medicaid providers, but they keep our child medically stable
and provide the most appropriate care for Emma’s complex medical needs. When services or
procedures are performed by this physician, we pay out of pocket, but often the supporting services
and/or facilities are covered by Medicaid, making it possible for our family to afford and access the
care that Emma requires to stay at baseline. This will no longer be possible with this move to
restrictive managed care organizations, thereby forcing further reliance on Medicaid, increasing
Medicaid costs, and threatening Emma’s wellbeing.
The Medically Dependent Children Program was designed to support families caring for children and
young adults who are medically dependent, and make it possible for these children to remain at home.
Our family already faces enormous and stressful challenges on a daily basis. In Emma’s short life, she
has faced and endured more than most adults will experience in a lifetime. Compelling fragile,
medically dependent children to restrictive managed care insurance companies greatly increases the
burden on parents and children, and places unnecessary restraints on our ability as caregivers to create
and maintain an appropriate plan of care at home.
The STAR Kids mandate will adversely affect the health and wellbeing of our state’s most fragile and
medically needy children by disrupting care, and placing more restrictions on care for fragile children
who are already FIGHT TO STAY ALIVE on a daily basis. As taxpayers, citizens and parents we believe
that it is in the best interest of the State –financially, politically and morally—to exempt the Medically
Dependent Children Program from this transition.
Katrina Largent
Ennis, TX
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My daughter, Ainsley Grace, is part of the Medically
Dependent Children’s Medicaid waiver program (MDCP).
She was born at 34 weeks and had more problems than
anyone expected. She spent time in the NICU, and then 6
weeks inpatient at Dallas Children's Hospital before being
referred to Boston Children's Hospital for further
investigation. We were seen all over the state of TX first.
She went to Texas Children’s Hospital in Houston, as well
as Memorial Hermann Hospital. No one could figure out
the entire overarching diagnois that encompassed all of
her issues.
Ainsley was born with a laryngeal cleft, hypotonia,
bradycardia, apnea, and stomach motility issues. She has
trouble with her autonomic nervous system in regulating
her temperature and runs very high fevers and then has
trouble maintaining her body temperature at other
times. She has had pneumonia multiple times and really
struggles to keep healthy. Her immune system has some
deficiencies. She was aspirating constantly until the
doctors at Boston Children’s Hospital discovered and
repaired the cleft. BCH is one of two speciality centers In the US for this diagnosis. She had a fundo
surgery on her stomach at 4 months old to save her from aspiration of reflux. She spent 100+ days in
the hospital in 2 years so far.
We tried to do it on our own for 8 months before finally finding out about the MDCP program. We
have private insurance, but it wasn't enough. We were in more medical debt than we knew what to do
with . We were spending every penny trying to get Ainsley all of the care that she needed, including
home care nursing.
Ainsley was on oxygen at home her first year of life and still has a feeding tube. She sleeps on a pulse
ox to monitor her breathing and heart rate. She still needs oxygen at times. She needs braces for her
legs due to her hypotonia. She takes an antibiotic daily to try and help her body fight off infection. She
requires multiple drs. visits a month just to maintain medical baseline. We are getting closer to a big
picture diagnosis with Ainsley. She will be starting a med soon to hopefully help with her walking and
gait. We have worked very hard to establish a care team that keeps her medically stable and out of the
hospital. The new mandate to move to MCOs threatens all of this. Changing everything and making
hoops for us to jump through just to get and keep the care that our kids have been receiving is not
doing our little ones justice.
Ainsley needs her specialists, therapists, and her care team. The new MCO would consider many of her
doctors in Texas, including her pediatrician, and Boston "out of network," despite the fact that our
primary insurance covers all care at 80% anyways. I am asking you to exempt the fragile children in the
MDCP program from this mandate. While it has its place both financially and in preventative care of
healthy children, it does not fit the bill for our medically fragile children. My daughter deserves better.
Thank you.
Abby & Brenton Whitaker
Carrollton, TX
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As the primary caregivers to Christina Frances
Gregory, a medically complex, chronically ill child, we
believe that forcing vital Medicaid waiver programs, in
particular the Medically Dependent Children Program
(MDCP), to transition to managed care organizations
(MCOs) will significantly impact and threaten the
stability and wellbeing of my medically complex and
medically fragile child.
Christina is almost 2 years old (her birthday is August
4th) and she has had medical issues since birth. She
has Congenital Central Hypoventilation Syndrome
(CCHS), Total Colonic Hirschsprungs Disease,
chronic respiratory failure, frequent gastroparesis,
dumping syndrome, growth hormone deficiency,
hypoglycemia, Second degree atrioventricular block,
seizure disorder and hypotonia, all of which causes her
to require nursing care 23 hours per day by trained
vent/gastrostomy button nurses. Caring for Christina
on a daily basis is all consuming and completely
overwhelming. Last week, we did not have a night
nurse and my husband and I spent the entire night awake to make sure that Christina stayed connected to
her ventilator as she does not have any drive to breath while asleep, to run a gtube feed to prevent a
hypoglycemic seizure and to keep her airway clear by suctioning and administering breathing
treatments. The services currently provided by the Medically Dependent Children’s Program allows our
medically dependent child to stay at home with our family, in the community, despite the intensive level
of care Christina requires.
Immediate access to specialty care is vital for children like Christina with complex medical issues and
disabilities. This is crucial to prevent complications and promote long term stability. Christina's team of
medical professionals has taken years to assemble, including Christina's pediatrician. Working together,
these providers have helped Christina to remain fairly medically stable and safe at home with her family.
Christina's stability is tenuous, and specialists are our lifelines.
Being forced to rebuild a medical team of professionals and facilities that are (1) contracted with one of
the available MCOs AND (2) within a narrowly defined service area will severely restrict Christina's
access to appropriate care, including specialty physicians, therapists, DMEs, facilities, hospitals, nursing
care and nursing agencies. Lack of access to critical specialists threaten Christina's life and will result in
higher acute care costs. Inability to access appropriate specialty providers will cause enormous and
unnecessary duress on our family, and jeopardizes our ability to maintain Christina's care at home.
Many primary care physicians and specialists will not accept our medically complex child as patients
due to the complexity of their needs and the intensive care they require. All specialists (and most PCPs)
have extensive waiting lists for new patients, and those whom elect to agree to the MCOs terms and
conditions may not be the most appropriate provider or specialty care center for my medically
complicated child. Forcing medically fragile children to sit on a waiting list for new providers with
180,000 other children because of a bureaucratic decision will be detrimental to Christina's stability.
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Additionally, not allowing my family to fully utilize our primary private health insurance will force
increased reliance on Medicaid and translate into even greater costs for the State of Texas. For example,
we currently choose to see 9 specialists and 1 primary care physician through our primary private health
insurance plans. These providers are not Medicaid providers, but they keep our child medically stable
and provide the most appropriate care for Christina's complex medical needs. When services or
procedures are performed by this physician, we pay out of pocket, but often the supporting services,
facilities and necessary equipment are covered by Medicaid, making it possible for our family to afford
and access the care that Christina requires to stay at baseline. This will no longer be possible with this
move to restrictive managed care organizations, thereby forcing further reliance on Medicaid, increasing
Medicaid costs, and threatening Christina's wellbeing.
The Medically Dependent Children Program was designed to support families caring for children and
young adults who are medically dependent, and make it possible for these children to remain at home.
Our family already faces enormous and stressful challenges on a daily basis. In Christina's short life, she
has faced and endured more than most adults will experience in a lifetime. Compelling fragile,
medically dependent children to restrictive managed care insurance companies greatly increases the
burden on parents and children, and places unnecessary restraints on our ability as caregivers to create
and maintain an appropriate plan of care at home.
The STAR Kids mandate will adversely affect the health and wellbeing of our state’s most fragile and
medically needy children by disrupting care, and placing more restrictions on care for fragile children
who are already struggle to survive on a daily basis. As taxpayers, citizens and parents we believe that it
is in the best interest of the State –financially, politically and morally—to exempt the Medically
Dependent Children Program from this transition.
David and Natalie Gregory
Southlake, TX
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This is Christian. He was born with a rare Urea Cycle Defect called Ornithine
Transcarbamylase Deficiency. We had three healthy days with him until he became lethargic
and almost in a comalike state. He was careflighted to St. David's where they ran multiple
tests and yet they could not figure out why my baby was slowly fading closer and closer
towards death.
Finally, by the morning they tested his ammonia which was 700 (normal is 1225 for an infant).
They told us he would need to be transported to Dell Children's Hospital to have hemodialysis.
It was there that we met Dr. James Gibson. He is one of the top Metabolic Geneticists in the
country, and luckily he was just a county away and was able to save my son's life. Because of
his quick thinking and expertise; along with my son's neurologist, nephrologist and many other
doctors and nurses that worked around the clock to save my son's life, my son is still alive.
Christian is globally delayed due to the swelling from heightened ammonia levels but he is
here and thriving with the help of OT, PT, and ST. He has surpassed everything his neurologist
believed he would be capable of doing and continues to make progress. Since his original
hospitalization, we have had 20+ additional hospital stays at Dell Children's. We walk into the
ER and the nurses recognize my son and he gets the quality care that has allowed him to
avoid additional damage to his brain.
You see, anything can set off my son's ammonia levels. Anything from teething to the common
cold. If the MDCP program is discontinued you are jeopardizing the health and lives of these
children, just like Christian, that are dependent on consistent and quality care from specialists
that they have been seeing FOR YEARS. Please consider exempting the MDCP from the
STAR program changes and let these wonderfully special children and families continue to live
the best quality of life that they can with the most appropriate, quality medical care possible.
Audrey Deshaies
Austin, TX
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As the primary caregiver to my son, William Martin, a medically
complex, chronically ill child, we believe that forcing vital
Medicaid waiver programs, in particular the Medically
Dependent Children Program (MDCP), to transition to managed
care organizations (MCOs) will significantly impact and threaten
the stability and wellbeing of my medically complex and
medically fragile child.
Will is 7 years old and has had medical issues since 8 months
old. He has a genetic mutation causing a mitochondrial disease
called Leigh syndrome. Leigh syndrome is a progressive and
fatal disease. Over time he will lose the ability to walk, talk and
eventually breathe. Currently, he requires direct and constant
oversight because he can’t walk well and certainly will never be
able to run or do any other age appropriate gross or fine motor
skills.
We spend on average a month in the hospital throughout the year. 10 plus hours of therapy every week
and that doesn’t even include the constant multispecialist doctor visits. He currently sees a neurologist,
immunologist, cardiologist, pulmonologist, gastroenterologist and palliative care doctors. Additionally,
he is followed by a orthotics specialist who provides the leg braces which help him mobilize when he
can and a durable medical goods company for his wheelchair and other devices.
We love our son with all our heart and are proud to give him the care he needs. The care is 24/7. Every
day we are overwhelmed with the implications of his disease. He receives in home oxygen and in home
weekly infusions. We have been trained by qualified nursing staff to administer his infusion so he can do
it from home instead of the hospital.
The services currently provided by the Medically Dependent Children’s Program allow our medically
dependent child to stay at home with our family, in the community, despite the intensive level of care
Will requires.
Immediate access to specialty care is vital for children like Will with complex medical issues and
disabilities. This is crucial to prevent complications and promote long term stability. Will’s team of
medical professionals has taken years to assemble. Working together, these providers have helped Will
to remain mostly medically stable and safe at home with his family.
Will’s stability changes nearly daily, and specialists are our lifelines. Being forced to rebuild a medical
team of professionals and facilities that are (1) contracted with one of the available MCOs AND (2)
within a narrowly defined service area will severely restrict Will access to appropriate care, including
specialty physicians, therapists, DMEs, facilities, hospitals, nursing care and nursing agencies. Lack of
access to critical specialists threaten Will’s life and will result in higher acute care costs. Inability to
access appropriate specialty providers will cause enormous and unnecessary duress on our family, and
jeopardizes our ability to maintain Will’s care at home.
Many primary care physicians and specialists will not accept our medically complex child as patients
due to the complexity of their needs and the intensive care they require. All specialists (and most PCPs)
have extensive waiting lists for new patients, and those whom elect to agree to the MCOs terms and
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conditions may not be the most appropriate provider or specialty care center for my medically
complicated children. Forcing medically fragile children to sit on a waiting list for new providers with
180,000 other children because of a bureaucratic decision will be detrimental to Will’s stability.
The Medically Dependent Children Program was designed to support families caring for children and
young adults who are medically dependent, and make it possible for these children to remain at home.
Our family already faces enormous and stressful challenges on a daily basis. In Will’s short life, he has
faced and endured more than most adults will experience in a lifetime. Compelling fragile, medically
dependent children to restrictive managed care insurance companies greatly increases the burden on
parents and children, and places unnecessary restraints on our ability as caregivers to create and
maintain an appropriate plan of care at home.
The STAR Kids mandate will adversely affect the health and wellbeing of our state’s most fragile and
medically needy children by disrupting care, and placing more restrictions on care for fragile children
who are already fight every day to simply breathe on a daily basis. As taxpayers, citizens and parents we
believe that it is in the best interest of the State –financially, politically and morally—to exempt the
Medically Dependent Children Program from this transition.
Thank you,
Lori and Neil Martin
Houston, TX
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As the primary caregiver to Kathleen Hebert, a medically complex, chronically ill child, I believe that
forcing vital Medicaid waiver programs, in particular the Medically Dependent Children Program
(MDCP), to transition to managed care organizations (MCOs) will significantly impact and threaten the
stability and wellbeing of my medically complex and medically fragile child. She has been without
appropriate insurance before and the choices we had to make are not choices parents should have to
make for their children when they are doing everything in their power to be responsible and diligent in
their care.
Kathleen is 11 years old and has had medical issues since birth. She
has a metabolic disorder, highly suspected to be mitochondrial
disease, which causes reliance on GJtube feeds, parttime oxygen
use, hypoglycemia, unilateral hearing loss, vision deficits, hypotonia,
balance issues, gastrointestinal problems, she needs a wheelchair at
times for distances, and her condition also makes her more
susceptible to severe effects of simple illnesses at times. Caring for
Kathleen on a daily basis is constant and taxing.
We have lost her health coverage before due to systematic changes
and it turned our world upside down. She was unable to receive her
therapies or see her regular care team and her care suffered for it. The
services currently provided by the Medically Dependent Children’s
Program allow our medically dependent child to stay at home with our
family, in the community, despite the intensive level of care she
requires. She is THRIVING and the supports she has allow her to do
things like go to theater and excel at homeschooling, this would not be
possible if she wasn't not receiving the care she needs so much.
Immediate access to specialty care is vital for children like Kathleen with complex medical issues and
disabilities. This is crucial to prevent complications and promote long term stability. Kathleen's team of
medical professionals has taken years to assemble, including her pediatrician. Working together, these
providers have helped Kathleen to remain mostly medically stable and safe at home with his family.
Kathleen's stability is tenuous, and specialists are our lifelines. Being forced to rebuild a medical team
of professionals and facilities that are (1) contracted with one of the available MCOs AND (2) within a
narrowly defined service area will severely restrict Kathleen's access to appropriate care, including
specialty physicians, therapists, DMEs, facilities, hospitals, nursing care and nursing agencies. We
straddle two different hospital systems for her care and use multiple DMEs, Traditional Medicaid allows
us to access these doctors and services easily. Lack of access to critical specialists threaten Kathleen's
life and will result in higher acute care costs. Inability to access appropriate specialty providers will
cause enormous and unnecessary duress on our family, and jeopardizes our ability to maintain her
care at home.
Many primary care physicians and specialists will not accept our medically complex child as patients
due to the complexity of their needs and the intensive care they require. All specialists (and most
PCPs) have extensive waiting lists for new patients, and those whom elect to agree to the MCOs terms
and conditions may not be the most appropriate provider or specialty care center for my medically
complicated children. Forcing medically fragile children to sit on a waiting list for new providers with
180,000 other children because of a bureaucratic decision will be detrimental to Kathleen's stability,
once again. We have to do better for the people who need it the most.
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Kyla Hebert
Pasadena, TX
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As the primary caregivers to Rebecca Spence, a medically complex, chronically ill child, we believe that
forcing vital Medicaid waiver programs, in particular the Medically Dependent Children Program
(MDCP), to transition to managed care organizations (MCOs) will significantly impact and threaten the
stability and wellbeing of my medically complex and medically fragile child.
Becca is 7 years old and has had medical issues since birth. She has disorder of mitochondrial
metabolism which causes seizures, temperature intolerance, central apnea, her stomach to temporally
shut down and many other complex care issues. Caring for Becca on a daily basis is constant and can
be tiring and overwhelming. Seeing my daughter crash before my eyes and need sudden emergency
care is something that I hope no other parent has to see
.
The services currently provided by the

Medically Dependent Children’s Program allow our medically dependent child to stay at home with our
family, in the community, despite the intensive level of care Becca requires.
Immediate access to specialty care is vital for children like Becca with complex medical issues and
disabilities. This is crucial to prevent complications and promote long term stability. Becca team of
medical professionals has taken years to assemble, including Becca pediatrician. The team has worked
so hard as to keep her out of he hospital for the past 4 years saving the tax payers valuable money.
Working together, these providers have helped Becca to remain relatively medically stable and safe at
home with his family. Becca's stability is tenuous, and specialists are our lifelines. Being forced to
rebuild a medical team of professionals and facilities that are (1) contracted with one of the available
MCOs AND (2) within a narrowly defined service area will severely restrict Becca access to appropriate
care, including specialty physicians, therapists, DMEs, facilities, and hospitals. Lack of access to critical
specialists threaten Becca's life and will result in higher acute care costs. Inability to access
appropriate specialty providers will cause enormous and unnecessary duress on our family, and
jeopardizes our ability to maintain Becca's care at home.
Many primary care physicians and specialists will not accept our medically complex child as patients
due to the complexity of their needs and the intensive care they require. All specialists (and most
PCPs) have extensive waiting lists for new patients, and those whom elect to agree to the MCOs terms
and conditions may not be the most appropriate provider or specialty care center for my medically
complicated children. Forcing medically fragile children to sit on a waiting list for new providers with
180,000 other children because of a bureaucratic decision will be detrimental to Becca's stability.
Additionally, not allowing my family to fully utilize our primary private health insurance will force
increased reliance on Medicaid and translate into even greater costs for the State of Texas. For
example, we currently choose to see 2 specialists/primary care through our primary private health
insurance plans. These providers are not Medicaid providers, but they keep our child medically stable
and provide the most appropriate care for Becca's complex medical needs. When services or
procedures are performed by this physician, we pay out of pocket, but often the supporting services
and/or facilities are covered by Medicaid, making it possible for our family to afford and access the
care that Becca requires to stay at baseline. This will no longer be possible with this move to restrictive
managed care organizations, thereby forcing further reliance on Medicaid, increasing Medicaid costs,
and threatening Becca's wellbeing.
The Medically Dependent Children Program was designed to support families caring for children and
young adults who are medically dependent, and make it possible for these children to remain at home.
Our family already faces enormous and stressful challenges on a daily basis. In Becca's short life, she
has faced and endured more than most adults will experience in a lifetime. Compelling fragile,
medically dependent children to restrictive managed care insurance companies greatly increases the
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burden on parents and children, and places unnecessary restraints on our ability as caregivers to create
and maintain an appropriate plan of care at home.
The STAR Kids mandate will adversely affect the health and wellbeing of our state’s most fragile and
medically needy children by disrupting care, and placing more restrictions on care for fragile children
who are already struggle to survive on a daily basis. As taxpayers, citizens and parents we believe that
it is in the best interest of the State –financially, politically and morally—to exempt the Medically
Dependent Children Program from this transition.
The challenges that we face some days with our children and are heart wrenching but we would not
have it any other way. That is why we are fighting for our children and being their voice. They need a
voice and to be heard. Their lives matter!
Dawn Spence
League City, TX
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As the primary caregiver to Jacob Fairchild, a medically complex, chronically ill child, I believe that forcing vital
Medicaid waiver programs, in particular MDCP (Medically Dependent Children's Program)and DBMD (Deaf
Blind Multiple Disabilities), to transition to managed care organizations (MCOs) will significantly impact and
threaten the stability and wellbeing of my medically complex and medically fragile child.
Jacob is 10 years old and has had medical issues since birth. He has Polymicrogyria which causes intractable
epilepsy with desaturations, gastroparesis, reflux aspiration, and GJ feeding tube that require nursing care and
complex care. Caring for Jacob on a daily basis is consuming, taxing, overwhelming to say the least. Last August
he experienced a tonic/clonic seizure lasting 108 MINUTES before being paralyzed by life flight medical
staff
.
The services previously provided by MDCP and currently provided by the DBMD allow our medically
dependent child to stay at home with our family, in the community, despite the intensive level of
care Jacob requires.
Immediate access to specialty care is vital for children like Jacob with complex medical issues and
disabilities. This is crucial to prevent complications and promote long term stability. Jacobs team of medical
professionals has taken 10 YEARS years to assemble, including Jacobs pediatrician. Working together, these
providers have helped Jacob to remain relatively medically stable and safe at home with his
family. Jacobs stability is tenuous, and specialists are our lifelines. Being forced to rebuild a medical team of
professionals and facilities that are (1) contracted with one of the available MCOs AND (2) within a narrowly
defined service area will severely restrict Jacobs access to appropriate care,
including hospitals, specialty physicians, therapists, DMEs, nursing care and nursing agencies. Lack of access to
critical specialists threaten Jacob's life and will result in higher acute care costs. Inability to access appropriate
specialty providers will cause enormous and unnecessary duress on our family, and jeopardizes our ability to
maintain Jacobs care at home; as well as his emerging level of independence.
Many primary care physicians and specialists will not accept our medically complex child as patients due to the
complexity of their needs and the intensive care they require. All specialists (and most PCPs) have extensive
waiting lists for new patients, and those whom elect to agree to the MCOs terms and conditions may not be the
most appropriate provider or specialty care center for my medically complicated children. Forcing
medically fragile children to sit on a waiting list for new providers with 180,000 other children because of a
bureaucratic decision will be detrimental to (CHILD’S) stability.

The Medically Dependent Children Program and DBMD were designed to support families caring for children
and young adults who are medically dependent, and make it possible for these children to remain at home.
Our family already faces enormous and stressful challenges on a daily basis. In Jacobs short life, he has faced and
endured more than most adults will experience in a lifetime. Compelling fragile, medically dependent
children to restrictive managed care insurance companies greatly increases the burden on parents and
children, and places unnecessary restraints on our ability as caregivers to create and maintain an appropriate plan
of care at home.
The STAR Kids mandate will adversely affect the health and wellbeing of our state’s most fragile and medically
needy children by disrupting care, and placing more restrictions on care for fragile children who are already fight
to survive on a daily basis. As taxpayers, citizens and parents we believe that it is in the best interest of the State
–financially, politically and morally—to exempt the Medically Dependent Children Program and DBMD from
this transition.
MISTY FAIRCHILD
ROCKWALL, TX.
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As the primary caregiver to Jackson Valadez, a medically complex, neurologically ill child, I believe
that forcing vital Medicaid waiver programs, in particular the Medically Dependent Children Program
(MDCP), to transition to managed care organizations (MCOs) will significantly impact and threaten the
stability and wellbeing of my medically complex and medically fragile child.
Jackson Valadez is 9 years old and has had medical issues since born prematurely at 28 weeks. Jackson
has irretractable epilepsy, seizures, autism, non verbal, feeding issues and severe delays. Caring for
Jackson on a daily basis can be physically and emotionally draining. Jackson needs 100% attention at
all times with his delays, dependency to do all tasks, behaviors and seizure disorder. The services
currently provided by the Medically Dependent Children’s Program allow our medically dependent
child to stay at home with our family.
Immediate access to specialty care is vital for children like Jackson with complex medical issues and
disabilities. This is crucial to prevent complications and promote long term stability. Jackson's team of
medical professionals has taken years to assemble, including Jackson's pediatrician and neurologist.
Working together, these providers have helped Jackson to remain medically stable and safe at home with
his family. Jackson's stability is tenuous, and specialists are our lifelines. Being forced to rebuild a
medical team of professionals and facilities that are (1) contracted with one of the available MCOs AND
(2) within a narrowly defined service area will severely restrict Jackson's access to appropriate care,
including specialty physicians, therapists, DMEs, facilities, and hospitals. Lack of access to critical
specialists threaten Jack's life and will result in higher acute care costs. Inability to access appropriate
specialty providers will cause enormous and unnecessary duress on our family.
Many primary care physicians and specialists will not accept our medically complex child as patients
due to the complexity of their needs and the intensive care they require. All specialists (and most PCPs)
have extensive waiting lists for new patients, and those whom elect to agree to the MCOs terms and
conditions may not be the most appropriate provider or specialty care center for my medically
complicated children. Additionally, not allowing my family to fully utilize our primary private health
insurance will force increased reliance on Medicaid and translate into even greater costs for the State of
Texas. For example, we currently choose to see (1,2,3) specialists/primary care through our primary
private health insurance plans. These providers are not Medicaid providers, but they keep our child
medically stable and provide the most appropriate care for Jackson's complex medical needs. When
services or procedures are performed by this physician, we pay out of pocket, but often the supporting
services and/or facilities are covered by Medicaid, making it possible for our family to afford and access
the care that Jack requires to stay at baseline. This will no longer be possible with this move to
restrictive managed care organizations, thereby forcing further reliance on Medicaid, increasing
Medicaid costs, and threatening Jack's wellbeing.
The Medically Dependent Children Program was designed to support families caring for children and
young adults who are medically dependent, and make it possible for these children to remain at home.
Our family already faces enormous and stressful challenges on a daily basis. In Jackson's short life, he
has faced and endured more than most adults will experience in a lifetime. Compelling fragile,
medically dependent children to restrictive managed care insurance companies greatly increases the
burden on parents and children, and places unnecessary restraints on our ability as caregivers to create
and maintain an appropriate plan of care at home.
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The STAR Kids mandate will adversely affect the health and wellbeing of our state’s most fragile and
medically needy children by disrupting care, and placing more restrictions on care for fragile children
who are already fighting the simplest of tasks on a daily basis. As taxpayers, citizens and parents we
believe that it is in the best interest of the State –financially, politically and morally—to exempt the
Medically Dependent Children Program from this transition.

Meghan Allen
The Woodlands, TX

Texas MDCP Stakeholder Comments
| page 48

As the primary caregiver(s) to Shelby Williams a medically complex,
chronically ill child, (I/WE) believe that forcing vital Medicaid waiver
programs, in particular the Medically Dependent Children Program
(MDCP), to transition to managed care organizations (MCOs) will
significantly impact and threaten the stability and wellbeing of my
medically complex and medically fragile child.
Shelby Williams is 18 years old and has had medical issues since
birth. She has cerebral palsy, scoliosis, epilepsy,,nonverbal,
mentally impaired therefore she requires complex care. Caring for
Shelby Williamson a daily basis is consuming and constant.
(TAXING/TIRING/ After back surgery she was in so much pain and
depressed. It was a terrible time. The services currently provided by
the Medically Dependent Children’s Program allow our medically
dependent child to stay at home with our family, in the community,
despite the intensive level of care (CHILD) requires.
Immediate access to specialty care is vital for children like Shelby with complex medical issues and
disabilities. This is crucial to prevent complications and promote long term stability. Shelby's team of
medical professionals has taken years to assemble, including Shelbys pediatrician. Working together, these
providers have helped Shelby to remain relatively medically stable and safe at home with her family. Shelby's
stability is tenuous, and specialists are our lifelines. Being forced to rebuild a medical team of professionals
and facilities that are (1) contracted with one of the available MCOs AND (2) within a narrowly defined service
area will severely restrict Shelby's access to appropriate care, including specialty physicians, therapists, DMEs,
facilities, hospitals, nursing care and nursing agencies. Lack of access to critical specialists threaten Shelby's
life and will result in higher acute care costs. Inability to access appropriate specialty providers will cause
enormous and unnecessary duress on our family.
Many primary care physicians and specialists will not accept our medically complex child as patients due to
the complexity of their needs and the intensive care they require. All specialists (and most PCPs) have
extensive waiting lists for new patients, and those whom elect to agree to the MCOs terms and conditions
may not be the most appropriate provider or specialty care center for my medically complicated children.
Forcing medically fragile children to sit on a waiting list for new providers with 180,000 other children
because of a bureaucratic decision will be detrimental to Shelby's stability.
Additionally, not allowing my family to fully utilize our primary private health insurance will force increased
reliance on Medicaid and translate into even greater costs for the State of Texas. For example, we currently
choose to see (1,2,3) specialists/primary care through our primary private health insurance plans. These
providers are not Medicaid providers, but they keep our child medically stable and provide the most
appropriate care for Shelby's complex medical needs. When services or procedures are performed by this
physician, we pay out of pocket, but often the supporting services and/or facilities are covered by Medicaid,
making it possible for our family to afford and access the care that Shelby requires to stay at baseline. This
will no longer be possible with this move to restrictive managed care organizations, thereby forcing further
reliance on Medicaid, increasing Medicaid costs, and threatening Shelby's wellbeing.
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The Medically Dependent Children Program was designed to support families caring for children and young
adults who are medically dependent, and make it possible for these children to remain at home. Our family
already faces enormous and stressful challenges on a daily basis. In (CHILD’s) short life, (HE/SHE) has faced
and endured more than most adults will experience in a lifetime. Compelling fragile, medically dependent
children to restrictive managed care insurance companies greatly increases the burden on parents and
children, and places unnecessary restraints on our ability as caregivers to create and maintain an appropriate
plan of care at home.
The STAR Kids mandate will adversely affect the health and wellbeing of our state’s most fragile and
medically needy children by disrupting care, and placing more restrictions on care for fragile children who are
already (FIGHT TO STAY ALIVE/FIGHT AN UPHILL BATTLE/STRUGGLE TO SURVIVE) on a daily basis. As
taxpayers, citizens and parents we believe that it is in the best interest of the State –financially, politically and
morally—to exempt the Medically Dependent Children Program from this transition.
Mary Williams
Texas City, TX
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As the primary caregivers to Aria Arrona, a medically complex, chronically ill child, I believe that
forcing vital Medicaid waiver programs, in particular the Medically Dependent Children Program
(MDCP), to transition to managed care organizations (MCOs) will significantly impact and threaten the
stability and wellbeing of my medically complex and medically fragile child.
Aria
is 
12 
years old and has had medical issues since birth. She was born at 25 weeks and lives with
Periventricular Leukomalacia, Dystonia, Spastic Quadriplegia Cerebral Palsy, Cortical Visual
Impairment, Epilepsy, Dysphagia, chronic respiratory illness and more which causes developmental
delays, involuntary muscle movements, rigid muscle tone all over her body, legal blindness, seizures
that don't stop without emergency medication, high risk for aspiration pneumonia and requires total care
that depends on medical devices and equipment such as a wheelchair, feeding tube and incontinence
supplies among other things. Caring for 
Aria 
on a daily basis is 
constant
and 
overwhelming
. She is
depends on bipap at night to remember to breathe while she sleeps and a suction machine about 90 % of
her awake time to breathe well and as you can imagine this makes for lots of worry if each day she lives
will be her last and little sleep for anyone that cares for her which is primarily me. The services currently
provided by the Medically Dependent Children’s Program allow our medically dependent child to stay
at home with our family, in the community, despite the intensive level of care 
she 
requires. I depend on
respite care services provided by MDCP to allow me time to refresh and regroup so I can be the best
caregiver and mother I can be for Aria as well.
Immediate access to specialty care is vital for children like 
Aria
with complex medical issues and
disabilities. This is crucial to prevent complications and promote long term stability. 
Aria's
team of
medical professionals has taken years to assemble, including Aria's pediatrician. Working together,
these providers have helped 
Aria
to remain 
fairly
medically stable and safe at home with her family.
Aria's
stability is tenuous, and specialists are our lifelines. Being forced to rebuild a medical team of

professionals and facilities that are (1) contracted with one of the
available MCOs AND (2) within a narrowly defined service area will severely restrict 
Aria's
access to
appropriate care, including specialty physicians, therapists, DMEs, facilities, hospitals, nursing care and
nursing agencies. Lack of access to critical specialists threaten 
Aria's
life and will result in higher acute
care costs. Inability to access appropriate specialty providers will cause enormous and unnecessary
duress on our family, and jeopardizes our ability to maintain Aria's care at home.
Many primary care physicians and specialists will not accept our medically complex child as patients
due to the complexity of their needs and the intensive care they require. All specialists (and most PCPs)
have extensive waiting lists for new patients, and those whom elect to agree to the MCOs terms and
conditions may not be the most appropriate provider or specialty care center for my medically
complicated child. Forcing medically fragile children to sit on a waiting list for new providers with
180,000 other children because of a bureaucratic decision will be detrimental to 
Aria's
stability. Additionally, not allowing my family to fully utilize our primary private health insurance will
force increased reliance on Medicaid and translate into even greater costs for the State of Texas.
The Medically Dependent Children Program was designed to support families caring for children and
young adults who are medically dependent, and make it possible for these children to remain at home.
Our family already faces enormous and stressful challenges on a daily basis. In 
Aria's 
short life, she has
faced and endured more than most adults will experience in a lifetime. Compelling fragile, medically
dependent children to restrictive managed care insurance companies greatly increases the burden on
parents and children, and places unnecessary restraints on our ability as caregivers to create and
maintain an appropriate plan of care at home.
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The STAR Kids mandate will adversely affect the health and wellbeing of our state’s most fragile and
medically needy children by disrupting care, and placing more restrictions on care for fragile children
who are already struggle to survive AND thrive on a daily basis. As taxpayers, citizens and parents we
believe that it is in the best interest of the State –financially, politically and morally—to exempt the
Medically Dependent Children Program from this transition.
Deborah Arrona
La Porte,
TX
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To whom it may concern,
My son Ricky was diagnosed with autism when he was 2. His other comorbid conditions include: Allergic
Rhinitus, Atopic Dermatitis, Asthma, B12 deficiency, Cerebral Folate Deficiency, Dysphagia, Viral
Encephalopathy, Environmental Allergies, Eosiniphilic Esophagitis, Hypocholesterolemia,
Hypogammaglobulinemia, Pediatric Acute Neuropsychiatric Syndrome, Seasonal Allergies just to name a
few.
We see a ton of doctors and they are not all covered by Medicaid. With this transition to managed care, my
son's prescriptions and labs will no longer be covered.
In addition, my son sees four different providers for OT, PT, speech and behavior services. We will be
forced to find new providers if all four do not get in network with the same MCO.
All of this creates an undue burden on families. Please consider exempting MDCP from the transition to the
MCO.
Thank you,
Deanne Cox
Garland, TX 75043
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As the mother and primary caregiver to Anna, a medically complex child, I believe that
forcing vital Medicaid waiver programs, in particular the Medically Dependent
Children’s Program (MDCP), to transition to managed care organizations (MCOs) will
significantly impact and threaten the stability and wellbeing of my medically complex
and medically fragile child.
Anna is 8 years old and has had issues since birth. She has static encephalopathy,
epilepsy, selective IgA deficiency, insomnia, precocious puberty, reflux, delayed gastric
emptying, and is tube fed. Caring for Anna on a daily basis is constant, consuming, and
exhausting. Prior to receiving MDCP services, our family lost a vehicle and our home
in order to pay for the services Anna so desperately needed. The services currently
provided by the MDCP allows our medically dependent child to stay at home with our
family, in the community, despite the intensive level of care she requires. MDCP makes
it possible for myself (a nurse) and Anna’s dad (a firefighter) to continue to work full
time despite the care Anna requires.
Immediate access to specialty care is vital for children like Anna with complex medical issues and disabilities. This is crucial
to prevent complications and promote long term stability. Anna’s team of medical professionals has taken years to assemble,
including Dr. David Goff, Anna’s pediatrician, Dr. Angel Hernandez, her epileptologist/neurologist, Dr. Nicolas Ogunmola,
her Gastroenterologist, Dr. Jill Raddack, her endocrinologist, Dr. Hilary Pearson, her sleep medicine doctor, Dr. Robert
Sugerman, her immunologist, Dr Fernando Acosta, her movement disorders neurologist, and Dr. Tina Deiber, her geneticist.
Working together, these providers have helped Anna to remain fairly medically stable and safe at home with us, her family.
Anna’s stability is tenuous and specialists are our lifeline. Being forced to rebuild a medical team of professionals and
facilities that are: 1.) contracted with one of the available MCOs AND 2.)within a narrowly defined service area will severely
restrict Anna’s access to appropriate care including physicians, specialty physicians, DMEs, facilities, hospitals, nursing care,
and nursing agencies. Lack of access to critical specialists threaten Anna’s life and will result in higher acute care costs.
Inability to access appropriate specialty providers will cause enormous and unnecessary duress on our family and jeopardizes
our ability to care for Anna at home.
All specialists and most PCPs have extensive waiting lists for new patients. Those who elect to agree to the MCOs terms
may not be the most appropriate provider or specialty care center for my medically complicated child. Forcing my medically
complicated and fragile child to sit on a waiting list for new providers with 180,000 other children because of a bureaucratic
decision will be detrimental to her stability.
The MDCP was designed to support families caring for children and young adults who are medically dependent and allow
them to stay at home. Our family already faces enormous and stressful challenges on a daily basis. In Anna’s 8 short years
she has experienced more than most adults will in a lifetime. Compelling fragile, medically dependent children to restrictive
managed care insurance companies greatly increases the burden on parents and children and places unnecessary restraints on
our ability as caregivers to create and maintain an appropriate plan of care at home.
The STAR Kids mandate will adversely affect the health and wellbeing of our state’s most fragile and medically needy
children by disrupting care and placing more restrictions on the care for the kids who are already fighting an uphill battle on a
daily basis. As a taxpayer, citizen, and parent, I believe that it is in the best interest of the State of Texas financially,
politically, and morally to exempt the Medically Dependent Children’s Program from this transition.
Jamie Watson
Gainesville, Texas
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As the primary caregiver(s) to William, a medically complex, chronically ill
child, WE) believe that forcing vital Medicaid waiver programs, in particular
the Medically Dependent Children Program (MDCP), to transition to
managed care organizations (MCOs) will significantly impact and threaten
the stability and wellbeing of my medically complex and medically fragile
child.
William is 8 years old and has had medical issues since birth. He has
Lissencephaly which causes him to be completely dependent for all of his
care. Caring for William on a daily basis is (CONSTANT) and is like caring
for a new born baby that is 70 pounds. On most days it's overwhelming. You
have to keep such a close eye on him due to his condition, he can
deteriorate rapidly. The services currently provided by the Medically
Dependent Children’s Program allow our medically dependent child to stay at
home with our family, in the community, despite the intensive level of care
William requires.
Immediate access to specialty care is vital for children likeWilliam with complex medical issues and
disabilities. This is crucial to prevent complications and promote long term stability. William's team of
medical professionals has taken years to assemble, including William's pediatrician. Working together,
these providers have helped William's to remain (FAIRLY) medically stable and safe at home with his
family. William's stability is tenuous, and specialists are our lifelines. Being forced to rebuild a medical
team of professionals and facilities that are (1) contracted with one of the available MCOs AND (2)
within a narrowly defined service area will severely restrict William's access to appropriate care,
including specialty physicians, therapists, DMEs, facilities, hospitals, nursing care and nursing
agencies. Lack of access to critical specialists threatens William's life, and will result in higher acute
care costs. Inability to access appropriate specialty providers will cause enormous and unnecessary
duress on our family, and jeopardizes our ability to maintain William's care at home.
Many primary care physicians and specialists will not accept our medically complex child as patients
due to the complexity of their needs and the intensive care they require. All specialists (and most
PCPs) have extensive waiting lists for new patients, and those whom elect to agree to the MCOs terms
and conditions may not be the most appropriate provider or specialty care center for my medically
complicated children. Forcing medically fragile children to sit on a waiting list for new providers with
180,000 other children because of a bureaucratic decision will be detrimental to William's stability.
The Medically Dependent Children Program was designed to support families caring for children and
young adults who are medically dependent, and make it possible for these children to remain at home.
Our family already faces enormous and stressful challenges on a daily basis. In William's short life, he
has faced and endured more than most adults will experience in a lifetime. Compelling fragile,
medically dependent children to restrictive managed care insurance companies greatly increases the
burden on parents and children, and places unnecessary restraints on our ability as caregivers to
create and maintain an appropriate plan of care at home.
The STAR Kids mandate will adversely affect the health and wellbeing of our state’s most fragile and
medically needy children by disrupting care, and placing more restrictions on care for fragile children
who are already (STRUGGLE TO SURVIVE) on a daily basis. As taxpayers, citizens and parents we
believe that it is in the best interest of the State –financially, politically and morally—to exempt the
Medically Dependent Children Program from this transition.
Kimberley & William Hamilton
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Moody, TX
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As mother & the primary caregiver to Emily Dawn Erica Lindsey,
a medically complex, chronically ill child, I believe that forcing
vital Medicaid waiver programs, in particular the Medically
Dependent Children Program (MDCP), to transition to managed
care organizations (MCOs) will significantly impact and threaten
the stability and wellbeing of my medically complex and
medically fragile child. Being with my child on a daily basis, I
believe I am aware & most knowledgeable of her issues at hand
to assist the trusted pediatrician & specialist I have chosen for
her care to make medical decisions.
Emily is 12 years old and was born with multiple medical issues
& continues with new diagnoses as she advances in age. Emily
has copious heart issues including unbalanced AV canal with left
hypoplasia, Side by side great arterial relationship,
Subpulmonary valve stenosis, Bilateral Super Vena Cavi;
Heterotaxy; Asplenia; Renal Hypertension; Significant Stroke
resulting in right hemisphere heterotopic brain matter with
moderate left side weakness; Bilobed lungs; PTSD; Low T & B
cell count; Acute sleep deprivation; Coombs+; Enlarged & flattened liver; Staph infections; GERD; Eczema;
Broken sternum wire; which causes Emily to have Limited exposure to an average, ordinary childhood;
Seizures from Atonic to Grand Mal requiring oral & rectal Valium/Diastat; Reoccurring staph infections;
Sleeping in small increments; Labs every 46 weeks; High fat diet; Requiring 12 daily medications to maintain
medical stability plus prn seizure medications; Specialized medical equipment (stroller, shower hand rails,
toilet seats with rails, bedding pillows) & supplies; Occupational & Physical therapies multiple times per week;
Diverse doctor visits; Numerous procedures; Additional immunizations; Low stamina; Minimal vein access;
Heat & cold intolerance.
Caring for Emily on a daily basis is all consuming continual care which even for a seasoned individual can be
quite taxing. The services currently provided by the Medically Dependent Children’s Program allow our
medically dependent child to stay at home with our family, grow in the community, learn life skills, be a vital
& essential citizen in spite the intensive level of care Emily requires.
Immediate access to specialty care is vital for children like Emily with complex medical issues and disabilities.
This is crucial to prevent complications and promote long term physical health, emotional & mental stability
and life skills. Emily’s team of medical professionals has taken years to assemble, including Emily’s
pediatrician. Working together, these providers have helped Emily to remain fairly medically stable and safe
at home with her family. Emily’s stability is tenuous, and specialists are our lifelines with the pediatrician
being the core. Being forced to rebuild a medical team of professionals and facilities that are contracted with
one of the available MCOs and within a narrowly defined service area will severely restrict Emily’s access to
appropriate care, including specialty physicians, therapists, DMEs, facilities, hospitals, nursing care and
nursing agencies. Lack of access to critical specialists threaten Emily’s life and will result in higher acute care
costs. Inability to access appropriate specialty providers will cause enormous and unnecessary duress on our
family, her attendant, specialty physicians, therapists, school; DMEs, facilities, hospitals, nursing care and
nursing agencies and jeopardizes our ability to maintain Emily’s care at home.
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Many primary care physicians and specialists will not accept our medically complex child as a patient, due to
the complexity of her needs and the intensive care & time she requires. All specialists and most PCPs have
extensive waiting lists for new patients, and those whom elect to agree to the MCOs terms and conditions
may not be the most appropriate provider or specialty care center for my medically complicated child.
Forcing medically fragile children to sit on a waiting list for new providers with 180,000 other children
because of a bureaucratic decision will be detrimental to Emily’s stability and life long care which may even
cost Emily her life.
Additionally, not allowing my family to fully utilize our primary private health insurance will force increased
reliance on Medicaid and translate into even greater costs for the State of Texas. For example, we currently
choose to see 6 of her 11 specialists plus a pediatrician caregiver through our primary private health insurance
plans. These providers are not Medicaid providers, but they keep our child medically stable and provide the
most appropriate care for Emily’s complex medical needs. When services or procedures are performed by
these physicians, we pay out of pocket, but often the supporting services and/or facilities are covered by
Medicaid, making it possible for our family to afford and access the care that Emily requires to stay at
baseline. This will no longer be possible with this move to restrictive managed care organizations, thereby
forcing further reliance on Medicaid, threatening Emily’s wellbeing and
increasing Medicaid costs.
The Medically Dependent Children Program was designed to support families caring for children and young
adults who are medically dependent, and make it possible for these children to remain at home. Our family
already faces enormous and stressful challenges on a daily basis. In Emily’s short life, Emily has faced and
endured more than most adults will experience in a lifetime. Compelling fragile, medically dependent children
to restrictive managed care insurance companies greatly increases the burden on parents and children, and
places unnecessary restraints on our ability as caregivers to create and maintain an appropriate plan of care
at home.
The STAR Kids mandate will adversely affect the health and wellbeing of our state’s most fragile and
medically needy children by disrupting care, and placing more restrictions on care for fragile children who are
already fight to survive on a daily basis. As taxpayers, citizens and parents we believe that it is in the best
interest of the State –financially, politically and morally—to exempt the Medically Dependent Children
Program from this transition.
Clarissa Lindsey
Irving Texas
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As the primary caregiver to Nash, a medically complex child, I believe that forcing vital Medicaid waiver
programs, in particular the Medically Dependent Children Program (MDCP), to managed care
organizations (MCOs) will significantly impact and threaten the stability and wellbeing of my medically
complex and medically fragile child.
My son, Nash is currently 9 years old. We knew at 13 weeks gestation that he had a cystic hygroma on
his neck and was given a 12% chance that he would be born without any genetic issues. At 29 weeks,
he had fluid in his lungs and I was put on bed rest at the hospital. He was taken via emergency
Csection and resuscitated at 31 weeks. He was born with congenital chylothorax, congenital heart and
eye conditions. He was in the NICU for 2 months, then 2 other hospitals for 4 additional months, where
he received a tracheostomy with mechanical ventilation and became Gtube dependent. He remained
st
in hospitals for most of his 1
year due to his instability, numerous respiratory illnesses, coding and
failure to thrive. We were fortunate to be able to receive the help of the Medically Dependent
Children’s Program within his first year, which was a blessing with all the medical care, costs, 24 hour
nursing and medical equipment he needed just to survive.
Throughout the years of struggling to understand Nash’s medical needs, we finally received a diagnosis
of CardioFacio Cutaneous (CFC) Syndrome, which is a rare syndrome with less than 500 people in the
world diagnosed. In addition to this syndrome, Nash has Chronic Lung Disease, Pulmonary Stenosis,
severe obstructive/central sleep apnea, CPAP dependent, Gtube dependent, dysphagia, feeding
difficulties, urinary incontinence, Nystagmus, Ptosis of the left eye, Exotropia, Optic nerve hypoplasia,
Amblyopia of the left eye, Dissociated Vertical Deviation, risk for aspiration, growth hormone
deficiency, skin irritations, attention to Gtube site due to continual growths of gastric mucosa and
staph infections, Global delay, Cognitive impairment with an IQ of 49, restless leg syndrome, mobility
issues and the threat of his chylothorax returning and seizures, which comes with his syndrome.
Caring for Nash on a daily basis is constant and exhausting. In addition to constant care and supervision
during the day, Nash has to be monitored at night while on his CPAP due to his risk for aspiration from
vomiting in his nasal mask, safety and CPAP compliance issues, arousals and restless leg syndrome.
Nash does not understand many concepts and reasons why daily medical care is necessary and needs
constant supervision to keep him safe both inside and outside the home. The services provided by the
Medically Dependent Children’s Program allow our medically dependent child to stay at home with our
family, in the community, despite the intensive level of care Nash requires.
Immediate access to specialty care is vital for children like Nash with complex medical issues and
disabilities. This is crucial to prevent complications and promote longterm stability. Nash’s team of
medical professionals has taken years to assemble. Working together, these providers have helped
Nash to remain medically stable and safe at home with his family. Being forced to rebuild a medical
team of professionals and facilities who are knowledgeable with his syndrome that are (1) contracted
with one of the available MCOs AND (2) within a narrowly defined service area will severely restrict
Nash’s access to appropriate care, including specialty physicians, therapists, DMEs, facilities, hospitals,
nursing care and nursing agencies. Lack of access to critical specialists will result in higher acute care
costs. The inability to access appropriate specialty providers will cause enormous and unnecessary
duress on our family, and jeopardizes our ability to maintain Nash’s care at home.
Many primary care physicians and specialists will not accept our medically complex child as patients
due to the complexity of their needs and the intensive care they require. All specialists (and most
PCPs) have extensive waiting lists for new patients, and those who elect to agree to the MCOs terms
and conditions may not be the most appropriate provider or specialty care center for my medically
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complicated child. Forcing medically fragile children to sit on a waiting list for new providers with
180,000 other children because of a bureaucratic decision will be detrimental to Nash’s stability.
Additionally, not allowing my family to fully utilize our primary private health insurance will force
increased reliance on Medicaid and translate into even greater costs for the State of Texas. For
example, we currently choose to see 4 specialists/primary care through our primary private health
insurance plans. These providers are not Medicaid providers, but they have a more indepth
knowledge of our child’s rare syndrome and therefore, have a better understanding on how to keep
our child medically stable and provide the most appropriate care for his complex medical needs. When
services or procedures are performed by these physicians, we pay out of pocket, but often the
supporting services and/or facilities are covered by Medicaid, making it possible for our family to
afford and access the care that Nash requires to stay at baseline. This will no longer be possible with
this move to restrictive managed care organizations, thereby forcing further reliance on Medicaid,
increasing Medicaid costs, and threatening Nash’s wellbeing.
The Medically Dependent Children Program was designed to support families caring for children and
young adults who are medically dependent, and make it possible for these children to remain at home.
Our family already faces enormous and stressful challenges on a daily basis. In Nash’s short life, he has
faced and endured more than most adults will experience in a lifetime. Compelling fragile, medically
dependent children to restrictive managed care insurance companies greatly increases the burden on
parents and children, and places unnecessary restraints on our ability as caregivers to create and
maintain an appropriate plan of care at home.
The STAR Kids mandate will adversely affect the health and well being of our state’s most fragile and
medically needy children by disrupting care, and placing more restrictions on care for fragile children
who are already FIGHTING TO STAY ALIVE on a daily basis. As taxpayers, citizens and parents we
believe that it is in the best interest of the State –financially, politically and morally—to exempt the
Medically Dependent Children Program from this transition.

Holly Cheesborough
Texas
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As a primary caregiver to Chloe Fields, a medically complex,
chronically ill child, I believe that forcing vital Medicaid waiver
programs, in particular the Medically Dependent Children
Program (MDCP), to transition to managed care organizations
(MCOs) will significantly impact and threaten the stability and
wellbeing of my medically complex and medically fragile child.
Chloe is 7 years old and has had medical issues since about her
first year. She has Leigh Syndrome, a mitochondrial disorder,
which causes various complex medical issues (Gtube fed,
nonverbal, blind, unable to sit/crawl/walk, etc.) making nursing
care necessary. Caring for Chloe on a daily basis is a constant
and consuming responsibility that takes a serious toll on us
mentally, emotionally and physically. On our worst days we
don’t know if we’ll wake up to find her living or dead. On our
best days we are exhausted, overwhelmed and struggling to just
cover the normal routine of her care and feeding
.
The services currently provided by the Medically

Dependent Children’s Program allow our medically dependent child to stay at home with our family, in
the community, despite the intensive level of care Chloe requires.
Immediate access to specialty care is vital for children like Chloe with complex medical issues and
disabilities. This is crucial to prevent complications and promote long term stability. Chloe’s team of
medical professionals has taken years to assemble, including her pediatrician. Working together, these
providers have helped Chloe to remain fairly medically stable and safe at home with his family. Chloe’s
stability is tenuous, and specialists are our lifelines. Being forced to rebuild a medical team of
professionals and facilities that are (1) contracted with one of the available MCOs AND (2) within a
narrowly defined service area will severely restrict Chloe’s access to appropriate care, including
specialty physicians, therapists, DMEs, facilities, hospitals, nursing care and nursing agencies. Lack of
access to critical specialists threaten Chloe’s life and will result in higher acute care costs. Inability to
access appropriate specialty providers will cause enormous and unnecessary duress on our family, and
jeopardizes our ability to maintain Chloe’s care at home.
Many primary care physicians and specialists will not accept our medically complex child as patients
due to the complexity of their needs and the intensive care they require. All specialists (and most PCPs)
have extensive waiting lists for new patients, and those whom elect to agree to the MCOs terms and
conditions may not be the most appropriate provider or specialty care center for my medically
complicated children. Forcing medically fragile children to sit on a waiting list for new providers with
180,000 other children because of a bureaucratic decision will be detrimental to Chloe’s stability.
Additionally, not allowing my family to fully utilize our primary private health insurance will force
increased reliance on Medicaid and translate into even greater costs for the State of Texas. For example,
we currently choose to see several specialists/primary care through our primary private health insurance
plans. These providers are not Medicaid providers, but they keep our child medically stable and provide
the most appropriate care for Chloe’s complex medical needs. When services or procedures are
performed by this physician, we pay out of pocket, but often the supporting services and/or facilities are
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covered by Medicaid, making it possible for our family to afford and access the care that Chloe requires
to stay at baseline. This will no longer be possible with this move to restrictive managed care
organizations, thereby forcing further reliance on Medicaid, increasing Medicaid costs, and threatening
Chloe’s wellbeing.
The Medically Dependent Children Program was designed to support families caring for children and
young adults who are medically dependent, and make it possible for these children to remain at home.
Our family already faces enormous and stressful challenges on a daily basis. In Chloe’s short life, she
has faced and endured more than most adults will experience in a lifetime. Compelling fragile,
medically dependent children to restrictive managed care insurance companies greatly increases the
burden on parents and children, and places unnecessary restraints on our ability as caregivers to create
and maintain an appropriate plan of care at home.
The STAR Kids mandate will adversely affect the health and wellbeing of our state’s most fragile and
medically needy children by disrupting care, and placing more restrictions on care for fragile children
who are already struggle to survive on a daily basis. As taxpayers, citizens and parents we believe that it
is in the best interest of the State –financially, politically and morally—to exempt the Medically
Dependent Children Program from this transition.
Brent Fields
Cedar Park, TX
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As the primary caregivers to our daughter, Anna, a medically complex, chronically ill child, we believe
that forcing vital Medicaid waiver programs, in particular the Medically Dependent Children Program
(MDCP), to transition to managed care organizations (MCOs) will significantly impact and threaten the
stability and wellbeing of my medically complex and medically fragile child.
Anna is 9 years old and has had medical issues since she was 18 months old. Anna has Leighs Disease,
a type of Mitochondrial Disease. She is non ambulatory; non verbal, but understands what is said to
her; is unable to eat or drink and is dependent upon a feeding tube; needs continuous oxygen and
bypap at night; suffers from painful dystonia/spasms; has a baclofen pump inserted in her body that
delivers medicine to her spine to help with the dystonia and even with the baclofen pump, she still
requires large doses of muscle relaxers and pain medication in order to help manage the dystonia.
Caring for Anna is constant and exhausting and since there is no cure for Leighs disease, the hardest
thing is managing her symptoms and trying to find a therapy or medication that works for her. She
sees the following specialists: Pulmonologist, Neurologist (Mito), Neurologist (movement disorder),
Neurologist (genetics), Physical Medicine doctor, Gastroenterologist, monthly visits to have her
baclofen pump refilled, and at one time was on Hospice. The services currently provided by the
Medically Dependent Children’s Program allow our medically dependent child to stay at home with our
family, in the community, despite the intensive level of care Anna requires.
Immediate access to specialty care is vital for children like Anna with complex medical issues and
disabilities. This is crucial to prevent complications and promote long term stability. Anna team of
medical professionals has taken years to assemble, including Anna’s special needs pediatrician.
Working together, these providers have helped Anna to remain relatively medically stable and safe at
home with her family. Anna’s stability is tenuous, and specialists are our lifelines. Being forced to
rebuild a medical team of professionals and facilities that are (1) contracted with one of the available
MCOs AND (2) within a narrowly defined service area will severely restrict Anna’s access to appropriate
care, including specialty physicians, therapists, DMEs, facilities, hospitals, nursing care and nursing
agencies. Lack of access to critical specialists threaten Anna’s life and will result in higher acute care
costs. Inability to access appropriate specialty providers will cause enormous and unnecessary duress
on our family, and jeopardizes our ability to maintain Anna’s care at home.
Many primary care physicians and specialists will not accept our medically complex child as patients
due to the complexity of their needs and the intensive care they require. All specialists (and most
PCPs) have extensive waiting lists for new patients, and those whom elect to agree to the MCOs terms
and conditions may not be the most appropriate provider or specialty care center for my medically
complicated children. Forcing medically fragile children to sit on a waiting list for new providers with
180,000 other children because of a bureaucratic decision will be detrimental to Anna’s stability.
Additionally, not allowing my family to fully utilize our primary private health insurance will force
increased reliance on Medicaid and translate into even greater costs for the State of Texas. For
example, we currently choose to see 1 specialist through our primary private health insurance plan.
This provider is not a Medicaid provider, but they keep our child medically stable and provide the most
appropriate care for Anna’s complex medical needs. When services or procedures are performed by
this physician, we pay out of pocket, but often the supporting services and/or facilities are covered by
Medicaid, making it possible for our family to afford and access the care that Anna requires to stay at
baseline. This will no longer be possible with this move to restrictive managed care organizations,
thereby forcing further reliance on Medicaid, increasing Medicaid costs, and threatening Anna’s
wellbeing.
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The Medically Dependent Children Program was designed to support families caring for children and
young adults who are medically dependent, and make it possible for these children to remain at home.
Our family already faces enormous and stressful challenges on a daily basis. In Anna’s short life, she
has faced and endured more than most adults will experience in a lifetime. Compelling fragile,
medically dependent children to restrictive managed care insurance companies greatly increases the
burden on parents and children, and places unnecessary restraints on our ability as caregivers to create
and maintain an appropriate plan of care at home.
The STAR Kids mandate will adversely affect the health and wellbeing of our state’s most fragile and
medically needy children by disrupting care, and placing more restrictions on care for fragile children
who already fight to survive on a daily basis and have the quality of life they deserve. As taxpayers,
citizens and parents we believe that it is in the best interest of the State –financially, politically and
morally—to exempt the Medically Dependent Children Program from this transition.

Paul and Laura Vanchiere
Brazoria County, Pearland, Texas
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As the primary caregiver(s) to LAYNSON LIM a medically complex, chronically ill child, I believe that
forcing vital Medicaid waiver programs, in particular the Medically Dependent Children Program
(MDCP), to transition to managed care organizations (MCOs) will significantly impact and threaten the
stability and wellbeing of my medically complex and medically fragile child.
LAYNSON is 4 years old and has had medical issues since birth. He has CONGENITAL CENTRAL
HYPOVENTILATION SYNDROME AND HIRSCHSPRUNGS which causes HIM TO QUIT
BREATHING WHILE ASLEEP OR WHEN SICK THAT REQUIRE COMPlEX CARE. Caring for
Laynson on a daily basis is constant and exhausting. Laynson would quit breathing at any moment in
time and has gone into cardiac arrest multiple times. It’s so scary for me to see my child dead in front of
me. Whenever Laynson quits breathing, we have to rescusitate him with 10L of oxygen, because his
brain doesn’t function correctly and does not remind him to breathe. The services currently provided by
the Medically Dependent Children’s Program allow our medically dependent child to stay at home with
our family, in the community, despite the intensive level of care he requires.
Immediate access to specialty care is vital for children like Laynson with complex medical issues and
disabilities. This is crucial to prevent complications and promote long term stability. Laynson’s team of
medical professionals has taken years to assemble, including his pediatrician. Working together, these
providers have helped Laynson to remain MOSTLY medically stable and safe at home with his family.
Laynson’s stability is tenuous, and specialists are our lifelines. Being forced to rebuild a medical team of
professionals and facilities that are (1) contracted with one of the available MCOs AND (2) within a
narrowly defined service area will severely restrict Laynson’s access to appropriate care, including
specialty physicians, therapists, DMEs, facilities, hospitals, nursing care and nursing agencies.
Lack of access to critical specialists threaten Laynson’s life and will result in higher acute care costs.
Inability to access appropriate specialty providers will cause enormous and unnecessary duress on our
family, and jeopardizes our ability to maintain Laynson’s care at home.
Many primary care physicians and specialists will not accept our medically complex child as patients
due to the complexity of their needs and the intensive care they require. All specialists (and most PCPs)
have extensive waiting lists for new patients, and those whom elect to agree to the MCOs terms and
conditions may not be the most appropriate provider or specialty care center for my medically
complicated children. Forcing medically fragile children to sit on a waiting list for new providers with
180,000 other children because of a bureaucratic decision will be detrimental to Laynson’s stability.
Additionally, not allowing my family to fully utilize our primary private health insurance will force
increased reliance on Medicaid and translate into even greater costs for the State of Texas. For example,
we currently choose to see some specialists/primary care through our primary private health insurance
plans. These providers are not Medicaid providers, but they keep our child medically stable and provide
the most appropriate care for Laynson’s complex medical needs. When services or procedures are
performed by this physician, we pay out of pocket, but often the supporting services and/or facilities are
covered by Medicaid, making it possible for our family to afford and access the care that Laynson
requires to stay at baseline. This will no longer be possible with this move to restrictive managed care
organizations, thereby forcing further reliance on Medicaid, increasing Medicaid costs, and threatening
Laynson’s wellbeing.
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The Medically Dependent Children Program was designed to support families caring for children and
young adults who are medically dependent, and make it possible for these children to remain at home.
Our family already faces enormous and stressful challenges on a daily basis. In Laynson’s short life, he
has faced and endured more than most adults will experience in a lifetime. Compelling fragile,
medically dependent children to restrictive managed care insurance companies greatly increases the
burden on parents and children, and places unnecessary restraints on our ability as caregivers to create
and maintain an appropriate plan of care at home.
The STAR Kids mandate will adversely affect the health and wellbeing of our state’s most fragile and
medically needy children by disrupting care, and placing more restrictions on care for fragile children
who are FIGHT TO STAY ALIVE on a daily basis. As taxpayers, citizens and parents we believe that it
is in the best interest of the State –financially, politically and morally—to exempt the Medically
Dependent Children Program from this transition.
LAURA LIM
FAIRVIEW, TX
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As the primary caregivers to Avery Hern, a medically complex, chronically ill
child, we believe that forcing vital Medicaid waiver programs, in particular
the Medically Dependent Children Program (MDCP), to transition to
managed care organizations (MCOs) will significantly impact and threaten
the stability and wellbeing of my medically complex and medically fragile
child.
Avery was born with a rare, malignant brain tumor. Through a miracle by
God, she graduated from hospice, and is cancer free today. Avery is almost
four years old now and lives with cerebral palsy, hydrocephalus, epilepsy,
primary immune deficiency, mitochondria dysfunction, and cortical visual
impairment. She is nonverbal, nonmobile, and has a gbutton for her
feedings. She is currently on two seizure medications and the ketogenic diet
for epilepsy which takes a mixture of 5 different prescription formulas/products. Avery has many other
prescription medications, and she recently started monthly IVIG therapy to help her immune system.
She receives speech, OT, and PT services from in home therapists which are critical for her development.
With her having a twin sister on the autism spectrum and a two year old son, it is hard for me to take her to 8
therapies every week. I am so thankful for home therapy. Without MDCP, our private insurance would only
cover 90 therapies a year which would leave our child without insurance coverage by March of every year.
This program has been an immense help for our family!
Many primary care physicians and specialists will not accept our medically complex child as patients due to
the complexity of their needs and the intensive care they require. All specialists (and most PCPs) have
extensive waiting lists for new patients, and those whom elect to agree to the MCOs terms and conditions
may not be the most appropriate provider or specialty care center for my medically complicated children.
Forcing medically fragile children to sit on a waiting list for new providers with 180,000 other children
because of a bureaucratic decision will be detrimental to Avery's stability.
Additionally, not allowing my family to fully utilize our primary private health insurance will force increased
reliance on Medicaid and translate into even greater costs for the State of Texas. For example, we currently
choose to see a specialist through our primary private health insurance plans. These providers are not
Medicaid providers, but they keep our child medically stable and provide the most appropriate care for
Avery's complex medical needs. When services or procedures are performed by this physician, we pay out of
pocket, but often the supporting services and/or facilities are covered by Medicaid, making it possible for our
family to afford and access the care that Avery requires to stay at baseline. This will no longer be possible with
this move to restrictive managed care organizations, thereby forcing further reliance on Medicaid, increasing
Medicaid costs, and threatening Avery's wellbeing.
The Medically Dependent Children Program was designed to support families caring for children and young
adults who are medically dependent, and make it possible for these children to remain at home. Our family
already faces enormous and stressful challenges on a daily basis. In Avery's short life, she has faced and
endured more than most adults will experience in a lifetime. Compelling fragile, medically dependent children
to restrictive managed care insurance companies greatly increases the burden on parents and children, and
places unnecessary restraints on our ability as caregivers to create and maintain an appropriate plan of care
at home.
The STAR Kids mandate will adversely affect the health and wellbeing of our state’s most fragile and
medically needy children by disrupting care, and placing more restrictions on care for fragile children who are
already fight an uphill battle on a daily basis. As taxpayers, citizens and parents we believe that it is in the best
interest of the State –financially, politically and morally—to exempt the Medically Dependent Children
Program from this transition.
Brett and Jennifer Hern
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Porter, TX
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As the primary caregivers to Luke Maestas, a medically complex, chronically ill child, Eric Maestas & Brittany
Robbins believe that forcing vital Medicaid waiver programs, in particular the Medically Dependent Children Program
(MDCP), to transition to managed care organizations (MCOs) will significantly impact and threaten the stability and
wellbeing of my medically complex and medically fragile child.

Luke Maestas is 3 years old and has had medical issues since birth. He has a rare form of multiple pteryguim
syndrome and jarcho levin syndrome which causes him to be vent/trach/gtube dependent, growth problems, severe
scoliosis, ribs are fused as well as spine, chronic lung disease, developmental issues. Caring for Luke on a daily
basis is a 24/7 job and exhausting to do alone. The most emtional day we had with Luke were when he was
inpatient. We watched him die everyday for 6 days straight due to negligence at a hospital in Dallas. The services
currently provided by the Medically Dependent Children’s Program allow our medically dependent child to stay at
home with our family, in the community, despite the intensive level of care Luke requires.

Immediate access to specialty care is vital for children like Luke with complex medical issues and disabilities. This
is crucial to prevent complications and promote long term stability. Luke Maestas' team of medical professionals
has taken years to assemble, including Luke's pediatrician. Working together, these providers have helped Luke to
remain medically stable and safe at home with his family. Luke's stability is tenuous, and specialists are our lifelines.
Being forced to rebuild a medical team of professionals and facilities that are (1) contracted with one of the available
MCOs AND (2) within a narrowly defined service area will severely restrict Luke’s access to appropriate care,
including specialty physicians, therapists, DMEs, facilities, hospitals, nursing care and nursing agencies. (His
pulmonologist Dr. Andrew Gelfand, Apple DME, Medical city, Epic Health Care, Dr. Bilal pcp, the orthopedic dept at
Texas Children's in Houston among many others.) Lack of access to critical specialists threaten Luke's life and will
result in higher acute care costs. Inability to access appropriate specialty providers will cause enormous and
unnecessary duress on our family, and jeopardizes our ability to maintain Luke's care at home.

Many primary care physicians and specialists will not accept our medically complex child as patients due to the
complexity of their needs and the intensive care they require. All specialists (and most PCPs) have extensive
waiting lists for new patients, and those who elect to agree to the MCOs terms and conditions may not be the most
appropriate provider or specialty care center for my medically complicated children. Forcing medically fragile
children to sit on a waiting list for new providers with 180,000 other children because of a bureaucratic decision will
be detrimental to Luke's stability.

The Medically Dependent Children Program was designed to support families caring for children and young adults
who are medically dependent, and make it possible for these children to remain at home. Our family already faces
enormous and stressful challenges on a daily basis. In Luke's short life, he has faced and endured more than most
adults will experience in a lifetime. Compelling fragile, medically dependent children to restrictive managed care
insurance companies greatly increases the burden on parents and children, and places unnecessary restraints on
our ability as caregivers to create and maintain an appropriate plan of care at home.

The STAR Kids mandate will adversely affect the health and wellbeing of our state’s most fragile and medically
needy children by disrupting care, and placing more restrictions on care for fragile children who are already struggle
to survive on a daily basis. As taxpayers, citizens and parents we believe that it is in the best interest of the State
–financially, politically and morally—to exempt the Medically Dependent Children Program from this transition.

Brittany Robbins & Eric Maestas
Dallas Tx
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As the primary caretaker of my son, Michael Summerville, a medically complex and
permanently disabled child, I believe that forcing vital Medicaid waiver programs, in particular
the Medically Dependent Children Program (MDCP), to transition to managed care
organizations (MCOs) will significantly impact and threaten the stability and wellbeing of my
medically complex and medically fragile child.
Michael is 9 years old and has had complex medical issues since October 15, 2008. He
survived a nonfatal drowning which resulted in a severe anoxic brain injury. He is nonverbal
and nonmobile. His brain injury puts him at significant risk for respiratory illnesses, digestive
issues, joint contractures, scoliosis and seizures.
Caring for Michael on a daily basis is at times completely joyful but often it is overwhelming
and exhausting. People with severe brain injuries often have sleep issues and Michael is
definitely in that category. No matter how tired Michael is, without medication and someone
staying with him, he can not fall asleep. The day Michael drowned, our family’s life was
derailed. How can one explain in a few sentences what the hours between not knowing if he
would live to the days of losing hope that he would wake up as the active, talking, smiling
toddler we lost on 10/15/2008 were like?
Without the services currently provided by the Medically Dependent Children’s Program which
allows our medically dependent child to stay at home with our family, be part of our community;
our whole family would suffer even more. Despite the intensive level of care Michael requires,
he is able to be home and participate in family and community life.
Immediate access to specialty care is vital for children like Michael with complex medical
issues and disabilities. This is crucial to prevent complications and promote long term stability.
Michael’s team of medical professionals has taken years to assemble, including Dr.
Demetrious Leiloglou, his pediatrician, and Dr. David Yngve, his orthopedic physician. Working
together, these providers have helped Michael to remain mostly medically stable and safe at
home with his family. Michael’s stability is tenuous, and specialists are our lifelines. Being
forced to rebuild a medical team of professionals and facilities that are (1) contracted with one
of the available MCOs AND (2) within a narrowly defined service area will severely restrict
Michael’s access to appropriate care, including specialty physicians, therapists, DMEs,
facilities, hospitals, nursing care and nursing agencies. Lack of access to critical specialists
threaten Michael’s very life and will result in higher acute care costs. Inability to access
appropriate specialty providers will cause enormous and unnecessary duress on our family,
and jeopardizes our ability to maintain Michael’s care at home. I can not begin to imagine how
devastating it would be to be unable to have Michael at home.
Many primary care physicians and specialists will not accept our medically complex child as
patients due to the complexity of their needs and the intensive care they require. All
specialists (and most PCPs) have extensive waiting lists for new patients, and those whom
elect to agree to the MCOs terms and conditions may not be the most appropriate provider or
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specialty care center for my medically complicated children. Forcing medically fragile children
to sit on a waiting list for new providers with 180,000 other children because of a bureaucratic
decision will be detrimental to Michael’s stability.
Additionally, not allowing my family to fully utilize our primary private health insurance will force
increased reliance on Medicaid and translate into even greater costs for the State of Texas.
For example, we currently choose to see an occupational therapist and a pediatrician through
our primary private health insurance plans. These providers are not Medicaid providers, but
they keep our child medically stable and provide the most appropriate care for Michael
complex medical needs. When services or procedures are performed by this physician, we
pay out of pocket, but often the supporting services and/or facilities are covered by Medicaid,
making it possible for our family to afford and access the care that Michael requires to stay at
baseline. This will no longer be possible with this move to restrictive managed care
organizations, thereby forcing further reliance on Medicaid, increasing Medicaid costs, and
threatening Michael’s wellbeing.
The Medically Dependent Children Program was designed to support families caring for
children and young adults who are medically dependent, and make it possible for these
children to remain at home. Our family already faces enormous and stressful challenges on a
daily basis. In Michael’s short life, he has faced and endured more than most adults will
experience in a lifetime. Compelling fragile, medically dependent children to restrictive
managed care insurance companies greatly increases the burden on parents and children, and
places unnecessary restraints on our ability as caregivers to create and maintain an
appropriate plan of care at home.
The STAR Kids mandate will adversely affect the health and wellbeing of our state’s most
fragile and medically needy children by disrupting care, and placing more restrictions on care
for fragile children who are already face seemingly insurmountable obstacles on a daily basis.
As taxpayers, citizens and parents we believe that it is in the best interest of the State
–financially, politically and morally—to exempt the Medically Dependent Children Program
from this transition.
Sabine Summerville
Bulverde, TX
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As the primary caregivers to Yanely Valdez, a medically complex, chronically ill child, We believe that forcing vital
Medicaid waiver programs, in particular the Medically Dependent Children Program (MDCP), to transition to
managed care organizations (MCOs) will significantly impact and threaten the stability and wellbeing of my
medically complex and medically fragile child.
Yanely Valdez is 10 years old and has had medical issues since since birth. She has a rare genetic disorder that
mimics Cerebral palsy,She has microcephaly, is globally delayed,has sensory processing disorder and is
epileptic. She has a history of seizures also severe allergies she likes to crawl on her knees which causes skin
breakdown. Caring for Yanely on a daily basis is constant and continuous . When Yanely was 4 she spent almost
two weeks in the hospital for pancreatitis we got discharged from a hospital after 3 days they said that they really
didn't know what was going on with her.I left that Hospital and took her to Texas Children's Hospital were they
diagnosed her with pancreatitis. The services currently provided by the Medically Dependent Children Program
allow our medically dependent child to stay at home with our family, in the community, despite the intensive level
of care Yanely requires.
Immediate access to specialty care is vital for children like Yanelys with complex medical issues and disabilities.
This is crucial to prevent complications and promote long term stability. Yanely`s team of medical professionals
has taken years to assemble, including Dr.Del Rio pediatrician. Working together, these providers have helped
Yanely to remain mostly medically stable and safe at home with her family. Yanely stability is tenuous, and
specialists are our lifelines. Being forced to rebuild a medical team of professionals and facilities that are (1)
contracted with one of the available MCOs AND (2) within a narrowly defined service area will severely restrict
Yanely access to appropriate care, including specialty physicians, therapists, DMEs, facilities, hospitals. Lack of
access to critical specialists threaten Yanely’s life and will result in higher acute care costs. Inability to access
appropriate specialty providers will cause enormous and unnecessary duress on our family, and jeopardizes our
ability to maintain Yanely`s care at home.
Many primary care physicians and specialists will not accept our medically complex child as patients due to the
complexity of their needs and the intensive care they require. All specialists (and most PCPs) have extensive
waiting lists for new patients, and those whom elect to agree to the MCOs terms and conditions may not be the
most appropriate provider or specialty care center for my medically complicated children. Forcing medically
fragile children to sit on a waiting list for new providers with 180,000 other children because of a bureaucratic
decision will be detrimental Yanely stability.
The Medically Dependent Children Program was designed to support families caring for children and young adults
who are medically dependent, and make it possible for these children to remain at home. Our family already faces
enormous and stressful challenges on a daily basis. In Yanely short life, She has faced and endured more than
most adults will experience in a lifetime. Compelling fragile, medically dependent children to restrictive managed
care insurance companies greatly increases the burden on parents and children, and places unnecessary
restraints on our ability as caregivers to create and maintain an appropriate plan of care at home.
This will do one or two things cost the state thousands because we have to hire case managers which we did not
need before we would need a lot of them to be able to handle all of our children.Or our Medically Dependant
Children care will suffer because of having to wait for a over work case manager to get to their case for approvals.
The STAR Kids mandate will adversely affect the health and wellbeing of our state’s most fragile and medically
needy children by disrupting care, and placing more restrictions on care for fragile children who are already
STRUGGLE TO SURVIVE on a daily basis. As taxpayers, citizens and parents we believe that it is in the best
interest of the State –financially, politically and morally—to exempt the Medically Dependent Children Program
from this transition.

Idalia Villarreal
Baytown, Tx
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As the primary caregiver to Maya Pringle,
my medically complex, chronically ill child,
I believe that forcing vital Medicaid waiver
programs, in particular the Medically
Dependent Children Program (MDCP), to
transition to managed care organizations
(MCOs) will significantly impact and
threaten the stability and wellbeing of my
medically complex and medically fragile
child.

Maya is 8 years old and has had medical
issues since she was 6 months old. After
7 months of testing and a trip to the Mayo
Clinic we found out she has Type II Spinal
Muscular Atrophy. They told us that her
condition is terminal, with her lifespan in
the teens or early 20s. She only attained
the ability to sit. She cannot crawl, stand
or walk. She requires total care! Her
condition affects her lungs and she is
susceptible to pneumonia. She has been
hospitalized once for RSV and
pneumonia. She requires daily respiratory
care and upkeep with daily vitamins and
immunity strengthening medicines to keep
her from getting ill. She requires twice
daily (at least) range of motion exercises,
she requires therapeutic standing time to get her GI/bowel movements and bone density from getting
worse. She has mild sleep apnea.

She needs assistance to do any tasks of daily living. She cannot bath, go to the bathroom, take care of
personal hygiene, get in and out of her bed (or anything because she cannot transfer herself), needs
assistance to eat, take medicines, cannot dress herself, cannot get anything for herself such as toys,
books, snacks, etc. She fatigues extremely bad at midday and it is causing her to do poorly in school.

Maya has two other siblings at home who get less and less attention due to all the care that Maya
requires. At times, Maya is not able to participate with her siblings and peers unless I have the
additional caregivers to help me at home. Maya's diet is of utmost importance to keep her healthy and it
takes time with all of her care. Maya has the following pieces of equipment that require medical
management from myself: cough assist, pulse oximeter, suction machine, CPT shaking device, BiPap,
ambubag, nebulizer, manual wheelchair, power wheelchair, standing wheelchair, ankle braces, knee
braces, toileting and bathing system.
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I am certain that managed care could not keep up with the level of equipment needs we have here in a
timely fashion. We already see how slow things go and it's only going to be worse with all the additional
paperwork and approvals. In addition to this, not having access to the specialists we need for a rare
disorder such as hers can greatly impact on the progression of her disease. With all the therapies she
gets, the equipment, medications we have been able to stabilize her yet progressive condition. This is
entirely related to the access of care we now have. The unknown, the longevity of seeking appropriate
care will the burdensome in an already stressful home environment. Caring for Maya on a daily basis is
constant and overwhelming.

The services currently provided by the Medically Dependent Children’s Program allow our medically
dependent child to stay at home with our family, in the community, despite the intensive level of care
(CHILD) requires.

Many primary care physicians and specialists will not accept our medically complex child as patients
due to the complexity of their needs and the intensive care they require. All specialists (and most
PCPs) have extensive waiting lists for new patients, and those whom elect to agree to the MCOs terms
and conditions may not be the most appropriate provider or specialty care center for my medically
complicated children. Forcing medically fragile children to sit on a waiting list for new providers with
180,000 other children because of a bureaucratic decision will be detrimental to (CHILD’S) stability.

We carry private insurance for our family, including Maya. Not allowing my family to fully utilize our
primary private health insurance will force increased reliance on Medicaid and translate into even
greater costs for the State of Texas.

The Medically Dependent Children Program was designed to support families caring for children and
young adults who are medically dependent, and make it possible for these children to remain at home.
Our family already faces enormous and stressful challenges on a daily basis. In Maya's short life, she
has faced and endured more than most adults will experience in a lifetime. Compelling fragile,
medically dependent children to restrictive managed care insurance companies greatly increases the
burden on parents and children, and places unnecessary restraints on our ability as caregivers to
create and maintain an appropriate plan of care at home.

The STAR Kids mandate will adversely affect the health and wellbeing of our state’s most fragile and
medically needy children by disrupting care, and placing more restrictions on care for fragile children
who are already fight to stay alive on a daily basis. As taxpayers, citizens and parents we believe that it
is in the best interest of the State –financially, politically and morally—to exempt the Medically
Dependent Children Program from this transition.

Sapna Pringle
Spring, TX
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As the primary caregiver to Samuel Galinsky, a medically complex, chronically ill child, we believe that forcing vital
Medicaid waiver programs, in particular the Medically Dependent Children’s Program (MDCP), to transition to the
managed care organizations (MCO’S), also known as insurance companies, will significantly impact and threaten
the stability and wellbeing of my medically complex and medically fragile child.
This is our son Samuel Galinsky; he’s a sweet, smart, happy, very talkative 7 ½ year old little boy. That almost
wasn’t the case though. Sam was born a normal, healthy baby who happened to have bilateral clubfeet and
began treatment for them at just 10 days old. At 3 weeks old, they discovered he also had bilateral hip dysplasia.
When Sam was just 4 weeks old, our world was absolutely turned upside down! Doctors discovered that Sam had
cervical kyphosis, with a lifethreatening 120 degree curvature of his cervical spine. It was compressing his spinal
cord and causing his airway to be cut off whenever he was in a seated position. This discovery lead to his
diagnosis of Larsen’s syndrome, which is a connective tissue disorder that causes extreme joint laxity, or hyper
mobility. Our team of Doctors began to refer to Sam as an onion because at every appointment peeled back a
new layer and discovered new problems. By 7 weeks old, he had to get an NG tube due to failure to thrive,
inability to take a bottle, severe oral dysphagia, causing aspiration, and several bouts of aspiration pneumonia
over the next year. He was also fitted with a cervical collar to protect his neck and keep his spine from cutting off
his airway. By 4 months old, Sam’s orthotics team had to custom design a cervical thoracic orthotic brace,
something that had never been made before. It had to function basically like a pinless halo to immobilize his neck
in order to protect his spinal cord. Normal activities of daily living were truly life threatening for Sam. Simply
changing his clothes or giving him a bath had the potential to cause paralysis or death each and every time we did
them, as the slightest movement of his head or neck could sever his spinal cord. The stress and weight of
knowing that was intense!!
Complicating things even more, Sam also had severe reflux (GERD) and gastroparesis (hisgastrointestinal
system didn’t function like it should and digested food very slowly). This meant that he projectile vomited ALL THE
TIME, which in turn meant, we had to clean him up and change his clothes constantly increasing the risk of
paralysis. The reflux was so bad that if his older brothers tried to play with him and made him laugh, he threw up
everywhere. We found ourselves saying something a parent should never have to say, “Please don’t play with
your brother and make him laugh.” At 4 months old, Sam was still unable to eat by mouth so he had to get a
gtube. At that point, we only had our primary care insurance, no nursing care to assist me with Sam’s intense
24/7 care, no family in the area to help, a husband who is a truck driver; as having to work 70 hours a week to
make up for my lost income and we still couldn’t make ends meet. Our insurance paid for a feeding pump but that
was it. They would not pay for his monthly expenses of prescription formula, feeding bags, and feeding tube
supplies that added up to well over $1,000/month. We lived a very frugal life but we were at the end of ourselves.
We had exhausted our emergency fund, all savings and we had nothing left, yet we didn’t qualify for any
assistance. We looked at selling our home, but our house payment was cheaper than rent in an apartment. Our
vehicles were old, no cable TV, no expensive vacations, no trips to the salon for hair and nails, older kids were in
public charter school, and no daycare expenses either. We had cut everything we could possibly cut yet we were
going under financially. We were physically beyond exhausted and mentally and emotionally drained. Suddenly,
when hope was fading, a social worker at the hospital told us about the MDCP program, and due to the critical
level of his care, we were able to get into the program without sitting on the waiting list for years. Immediately we
began receiving home health nursing care when Sam was 6 months old, and it was truly a lifesaver for Samuel
and our whole family! We also began receiving our critical medical supplies such as a suction machine, pulse
oximeter, prescription elemental formula, feeding bags and supplies.
When Sam was 17 months old, he was still unable to eat, drink, talk, crawl or even simply lay on his stomach, and
he was showing signs of nerve impingement and loss of motor function in his legs due to his spinal cord being
compressed. It was determined by our Medical team that Sam had to have cervical fusion surgery performed
immediately. He spent the next 5 months in a halo. Within a month of the halo being removed, tests showed the
fusion had failed and his neck was curved even worse than before the fusion. He then had a 150 degree curve
and
paralysis was imminent without a new treatment plan. Not a single surgeon in DallasFort Worth, or the entire
state of Texas, would touch him. We had to travel across the country to consult with specialists, and ultimately
had surgery at CHOPS in Philadelphia, PA. when Sam was just 2 ½ years old. It was a very tedious and
dangerous 13 hour anterior and posterior cervical fusion surgery that required the removal of the C4 &amp; C5
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vertebrae, placement of a plate, screws and cables as well as fusing the bones together form C2 to C7. He had
to wear a
halo again for almost 6 months.
Prior to the 2nd and successful fusion, Sam was wheelchair bound and had extreme weakness in
his arms, legs and core as well as some signs of paralysis in his legs. Once Sam’s neck was safely fused, we
were able to begin the intensive work of rehab with PT, OT, and ST. Sam still had to learn how to talk, crawl, walk,
eat, and drink. Sam didn’t talk until he was almost 3 years old, but he’s certainly made up for that lost time now as
he talks nonstop and has an enormous vocabulary, way above his years. It has taken years for him to
accomplish all that he has and countless hours in therapy. Those are therapies that he would not have had
access to had it not
been for the MDCP program. Our private insurance only covers 30 therapy visits a year total!
Without access to the appropriate therapies, providers who not only will take the Medicaid but were especially
equipped to handle his complexity and level of care, he would most likely still be wheelchair bound, 100 % tube
fed, and completely dependent on me for all his care. Sam currently sees 14 physicians, 12 of which are
specialists; 3 Durable Medical Equipment supply companies for his various needs; 1 nursing agency; 1 outpatient
therapy facility; 5 hospitals, 3 of which are regularly used; 3 home health agencies (no longer using home health
therapies). Sam has had 2 cervical fusion surgeries, 3 foot surgeries, dozens of braces for his feet, hips and
neck/torso area, surgery for gtube placement, ear surgery, adenoidectomy, and is currently scheduled for surgery
next month for BAHA cochlear implants. Sam’s Larsen’s syndrome has caused his cervical kyphosis, mild
scoliosis, bilateral club feet, bilateral hip dysplasia, oral dysphagia, moderate conductive hearing loss in both ears,
and vision issues. Sam
will probably always wear bilateral AFO’s. He still needs a wheelchair as his endurance is an issue and he falls
regularly.
Over the years we have had to be our son’s advocate. We have had to be his voice when he had none. We have
had to fight the long, hard battles for him. We had to learn to not take “no” for an answer, to never give up, to keep
seeking answers when there seemed to be none, researching treatments, putting together a “Dream Team” of
doctors, facilities, and home care nurses. We got to where we are today with countless days and nights of no
sleep and; hours; hours spent on the phone with insurance companies; tens of thousands of miles on the road
driving to and; from appointments, even seeking treatment at facilities across the country; months of hospital
stays; hundreds and hundreds of appointments; sacrificing time, money, family, friends, my job, having to become
a one income family; and all in an effort to not only save our son’s life but to help him live as normal a life as
possible with medical condition. There has been a HUGE price to pay for all of this, not just financially, but
mentally, emotionally, and physically.
Our older 2 children have paid the biggest price and sacrificed so much in the early years of Sam’s life. They
didn’t get Mom’s time and attention as much, they didn’t get to go do the fun activities their friends did, we could
have plans and suddenly it was all cancelled as we rushed their brother to the Doctor or hospital. For families with
medically dependent and fragile children, life is truly a roller coaster ride of highs and lows. With our children, life
and everything you know or have planned can be turned upside down with a simple cold, illness, or fall.
For the above reasons, I’m deeply concerned about the changes in the current MDCP system to the new
insurance programs. The new programs will be very restrictive in nature by having to have innetwork providers
for all Drs, specialties, therapies, etc. It will be difficult, if not impossible to have continuity of care for our medically
complex and fragile children under the new system. We have spent years building a health care team that knows
and understands them, their condition, their needs and they provide care that keeps them as healthy as possible
and out of the hospital. We also utilize our primary insurance first and foremost and only use the Medicaid when
necessary, which saves the state money. Under the new system, there will be increased costs just by the nature
of the way it is set up.
The MCO insurance program is not inherently bad; it is a good and useful system for typical healthy kids who
primarily use it for preventative care. However, for our medically complex kids, this system is not only not ideal, it
is detrimental to their health and well being. Having to obtain referrals to every specialist will cost critical time for
medically fragile children. Preauthorizations will take time also and I envision it being much like that current VA
system where people are hospitalized or dying waiting for the appropriate care. The current program has
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provided care where our primary insurance left off or simply wouldn’t cover things. It has done so in the least
restrictive means up to this point. We have had seamless care using our private insurance as the primary
coverage and the Medicaid waiver program as the secondary coverage.
I remember at one point, the Doctors weren’t sure Sam would live, let alone ever walk, talk or eat by mouth. So
how did we get to where we are today? 1 st it was by the grace of God, then having good private insurance thru
my husband’s employer, and finally, with the truly essential help of the MDCP program. My son not only lived but
is constantly improving and truly a success story for the current feefor service MDCP program!! Instead of being
wheelchair bound, tube feeding dependent, unable to talk or take care of himself, my son will grow up to
graduate, go to college, get a job and become a productive, taxpaying member of society, greatly in part to the
availability of services that he has received under the MDCP program. My son will probably be graduating out of
the MDCP program in the next year or two. While excited, I’m also a bit scared, as his condition is lifelong and
there are many surgeries in his future that I’m not sure how we will manage without the assistance of the waiver
program.
Lastly, I believe I have a unique perspective on this issue in that I’m not only a parent of a medically complex
child, as well as 2 other children with medical issues who aren’t in the MDCP program, but I have also worked in
healthcare for over 25 years. I have worked in hospitals and Physical therapy/rehab departments most of that
time. I understand the differences between a PPO, feefor service system and an HMO or MCO. I see the level
and quality of care our patients receive on those different programs. Because of all these things, I beg, plead, and
implore you to please exempt the Medically Dependent Children’s Program from the transition over to the new
managed care insurance system. The restrictions of the new insurance system will put additional duress on
families that are already stretched to the breaking point. Please, let’s not jeopardize the health and safety of the
state’s most fragile residents. It isn’t too late to make this change and exempt the program and I hope you will see
the lives this affects.
Thank you for your time and consideration of this matter today.
Sincerely,
Rebecca Galinsky, mother of Samuel Galinsky; Arlington, TX
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To Whom It May Concern,

My name is Melody Pohla and I am mom to 3 children with complex medical issues. My 3 boys all have
Mitochondrial disease and, as a result, have a host of underlying complications from that, ranging from Immune
Deficiency, Cyclic Vomiting, GI disorders, muscular weakness, asthma, and Dysautonomia that require equipment
such as enteral pumps, oxygen, and wheelchairs. They take 22 regular medications between the 3 of them and
have 1 pediatrician and 9 specialists between 2 major hospital systems. 2 require weekly IVIG therapy. We have
had more hospitalizations than I can count with over 20 being in the past 4 years for 1 child alone.

Being placed on MDCP saved our family in many ways. It brought us back from the brink of declaring bankruptcy
from the endless medical bills that were coming in. It gave us the ability to have respite when we needed it. It
brought stability to our kids because we didn't have to put off costly treatments or procedures because we could not
afford it or make decisions about which child's medical needs were more pressing at that moment and focus on that
child and put the others to the back burner. It allowed us the freedom of choice to go to the provider that fit our
needs the best and who worked with our children the best. We recently switched pulmonologists because our 13
year old recently started oxygen and was devastated to have to wear it to junior high for the first time. Our doctor
was amazing with him and developed such a rapport with him that we did not go back to our previous doctor when
she returned from maternity leave because this doctor had been so instrumental in getting him to accept wearing the
needed oxygen at such a socially vulnerable time in his life. Had we not had the ease and ability to make the
change without many hoops and red tape to go through as the new proposed changes would require, I can't imagine
the issues we would have had trying to get him to be compliant with his oxygen. He begged to stay with this new
doctor because she saw him as a teen who was embarrassed to have to show the medical side of himself to
classmates who had never seen it before and helped him navigate it and empowered him and we couldn't have done
it without her.

With our specialists being spread between 2 hospital systems, it is going to be incredibly difficult for us to be able to
maintain our places with our current doctors unless, by some miracle, there is a plan that includes all of our doctors
on the same plan. At the meeting we went to, the parents were asked to encourage each of their doctors to
subscribe to the new plans. In all fairness, we as parents of chronically ill and medically fragile children, should not
be being asked to take anything else onto our plates. Were it not for the state changing things and making our lives
infinitely more difficult and trying to fix a system that was working for most to begin with, we would not be forced into
this position in the first place. My children's health, doctor patient relationships that have been developed over a
number of years (some even since their births) would not be being put into jeopardy, and their stability would not be
being put at risk.

I can say this with certainty because we had to change our primary insurance this year due to changes at my
husband's work. We had to jump through many hoops to get the older boys' IVIG approved and, even then, they
were only approving it one month at a time. At the end of the month, they would reevaluate, but by then we would
have run out of serum and they would go 12 weeks each time without their infusions while the insurance tried to
decide whether or not they still needed it. With our previous insurance, we never missed a dose...ever. With this
new insurance, we were missing 12 doses every month and there was nothing my husband or I or the boys'
immunologist could do about it. Their rock steady Ig levels were suddenly dropping and leaving them vulnerable to
illness where they had been so healthy and well for so long. It was incredibly frustrating. I can just foresee this
happening with the new referralonly HMO style of Medicaid the state is proposing turning our current program into.
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I, along with all the other parents of children like mine in the state of Texas, ask you to please respectfully reconsider
changing the program that has been working for everyone all this time. Please allow us to keep our doctors. Please
don't force us to compromise our children's health, well being, and stability to save a few bucks on your end. My
oldest son is in all preAP classes, a member of the National Junior Honor Society at his school, is a member of his
school's choir and theater department, made All Region choir, and is a black belt in TaeKwonDo all because his
health is finally stable enough to allow his body to do everything he wants it to do. PLEASE, I beg of you...don't take
that away from him. He has so much to offer in the future if he can stay doing as well as he is now. Please DO NOT
change the current MDCP program. Just leave it as it is. Thank you for your time and consideration of this
incredibly important matter.

Respectfully yours,

Melody Pohla
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This is Mya. She's defeated death twice but at a great cost to her body and
her brain. She's currently got 14 specialists. The PCP and specialists are
spread through THREE counties because they don't exist in one county
and even if they did, she needs the best choice for her specific needs.

The last time she was in a medical crisis, she decompensated in less than
12 hours. Time with these children is utterly crucial. They don't have
months, weeks, or sometimes even days to request a referral. Without the
ability to get to her specialists right away, she would often be in patient for
extended stays. We've fought with everything in our being to avoid hospital
stays. Right now, with two strokes, a massive brain injury from oxygen
depervation, cerebral palsy, and a rare chromosome deletion she's being
DENIED physical therapy by Medicaid. In the 3 weeks since therapy
stopped, her body is suffering. She's falling no less than 10 times a day. She's a danger to herself and
we are awaiting a wheelchair to keep her safe but we are told it will be SIX MONTHS before we should
expect it.

These children are already beginning to see these consequences. We went to change our PCP last
week and the one we highly researched to switch to stopped taking Medicaid kids just 3 weeks ago
BECAUSE of these impending changes. How many other PCP's will refuse our children? There were
already so few that would even take a medical child because they are required to do so much
documentation already. Many of them want nothing to do with our medical kids because they do not get
paid for the volume of work that's already required of them. There will be severe consequences to these
children if they are forced into managed care with healthy and typical children. These kids will be
inpatient and in crisis if this isn't stopped. The volume of hospital admissions will spike because that
will be the only way to get urgently seen when multiple specialist are needed and because these kids
can fall into crisis so quickly.

I beg of you.........protect our children. We already have to fight for every single thing they need. Now
we are fighting for their lifelong wellness and even their life. The consequences from managed care for
these medical children will be horrific. Please ........leave these kids out of this transition. Let this new
managed care option absorb the healthy children and let the system prove itself. Make sure there are
enough primary care doctors to support the changes.

Make sure that these most vulnerable children are protected.

Sincerely,
Jenny Jennings  Mommy of 3 year old Mya
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This is Bradyn. He is our miracle, our fighter, our
inspiration. He is 9 years old and lives with cerebral palsy,
hydrocephalus, and epilepsy. He is gj feeding tube
dependent and takes 10 prescription medications (23
doses/day) daily. He receives physical, occupational, and
speech therapies. He's had too many surgeries and
hospitalizations to count. We cannot survive without the
benefits that he receives! His monthly expense far
exceeds our income!
He has an amazing pediatrician that has cared for him
since birth. We have a very personal relationship with him
and his wife, who happens to be a nurse practitioner. They
KNOW Bradyn! They LOVE Bradyn! All of his providers
do!
Because we live in one of the very northern most counties
in Texas we already travel 2 hours one way to see his
doctors. There are not many other doctors in Amarillo that
specialize in special needs children. If we are faced with
having to change doctors, Bradyn will be the one to suffer!
Why are these children's lives not being taken into
consideration? Why does their quality of life not seem to
matter? If the state needs to save money, why not crack
down on all of the people abusing the system? Why take
from the ones who need it most?
Kaci Schwalk
Perryton, TX
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As the primary caregiver(s) to Zander RamirezWiemuth, a medically complex, chronically ill child, WE
believe that forcing vital Medicaid waiver programs, in particular the Medically Dependent Children
Program (MDCP), to transition to managed care organizations (MCOs) will significantly impact and
threaten the stability and wellbeing of my medically complex and medically fragile child.
Zander is 11 years old and has had medical issues since since birth. He has Tuberous Sclerosis,
Seizures, Status Epilepticus, Autism, ADHD, Sensory processing disorder, which causes Tumors to
grow on his Brain, heart, kidneys, eyes, colon and have Seizures, Intellectual Delay, Oppositional
defiance, violent behaviors, Acid Reflux, sever Abdominal pain, diarrhea, Hydronephrosis of the kidney,
Angiofibromias of the face. Caring for Zander on a daily basis is consuming and exhausting and
overwhelming.
The worst day our life was when Zander had a status Epilepticus for more than 4 hours long. The
doctors couldn't stop it, and we almost lost him that day. The services currently provided by the
Medically Dependent Children’s Program allow our medically dependent child to stay at home with our
family, in the community, despite the intensive level of care Zander requires.
Immediate access to specialty care is vital for children like Zander with complex medical issues and
disabilities. This is crucial to prevent complications and promote long term stability. Zander's team of
medical professionals has taken years to assemble, including Zander's pediatrician. Working together,
these providers have helped Zander to remain relatively medically stable and safe at home with his
family.
Zander's stability is tenuous, and specialists are our lifelines. Being forced to rebuild a medical team of
professionals and facilities that are (1) contracted with one of the available MCOs AND (2) within a
narrowly defined service area will severely restrict Zander's access to appropriate care, including
specialty physicians, therapists, DMEs, facilities, hospitals, nursing care and nursing agencies, Cook
Children's Hospital, Texas Scottish Rite Hospital, Children's Medical Center of Dallas, Memorial
Hermann Hospital in Houston, Lake Arlington Family Medicine, Restoring Life Chiropractic, Cales
Psychology, Arlington Counseling Group, First Eye Care, Central Park ENT, River Kids Pediatric Home
Health, Ark Home Health Pediatric services.
Lack of access to critical specialists threaten Zander's life and will result in higher acute care costs.
Inability to access appropriate specialty providers will cause enormous and unnecessary duress on our
family, and jeopardizes our ability to maintain Zander's care at home.
Many primary care physicians and specialists will not accept our medically complex child as patients
due to the complexity of their needs and the intensive care they require. All specialists (and most
PCPs) have extensive waiting lists for new patients, and those whom elect to agree to the MCOs terms
and conditions may not be the most appropriate provider or specialty care center for my medically
complicated children. Forcing medically fragile children to sit on a waiting list for new providers with
180,000 other children because of a bureaucratic decision will be detrimental to Zander's stability.
Additionally, not allowing my family to fully utilize our primary private health insurance will force
increased reliance on Medicaid and translate into even greater costs for the State of Texas. For
example, we currently choose to see 5 specialists/primary care through our primary private health
insurance plans. These providers are not Medicaid providers, but they keep our child medically stable
and provide the most appropriate care for Zander's complex medical needs. When services or
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procedures are performed by this physician, we pay out of pocket, but often the supporting services
and/or facilities are covered by Medicaid, making it possible for our family to afford and access the care
that Zander requires to stay at baseline. This will no longer be possible with this move to restrictive
managed care organizations, thereby forcing further reliance on Medicaid, increasing Medicaid costs,
and threatening Zander's wellbeing.
The Medically Dependent Children Program was designed to support families caring for children and
young adults who are medically dependent, and make it possible for these children to remain at home.
Our family already faces enormous and stressful challenges on a daily basis. In Zander's short life, he
has faced and endured more than most adults will experience in a lifetime. Compelling fragile,
medically dependent children to restrictive managed care insurance companies greatly increases the
burden on parents and children, and places unnecessary restraints on our ability as caregivers to
create and maintain an appropriate plan of care at home.
The STAR Kids mandate will adversely affect the health and wellbeing of our state’s most fragile and
medically needy children by disrupting care, and placing more restrictions on care for fragile children
who are already fight an uphill battle and to fight to survive on a daily basis. As taxpayers, citizens and
parents we believe that it is in the best interest of the State –financially, politically and morally—to
exempt the Medically Dependent Children Program from this transition.
Samantha & Jamison Wiemuth
Arlington, TX
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My son’s name is Preston Hall. He is 8 years old and I
thank God for his life every day. He has changed every
part of who I am to my core and that has all been for the
better. I have learned the true preciousness of life from
the moment of his birth. I have learned that many of the
things that I thought mattered in this life truly didn’t and I
quickly learned about the things that matter the most. I
have also learned what pure, innocent joy looks like and I
get to see it much more often than most. Preston will
teach me much more in this life than I will ever teach him
and he probably already has.
Preston was born at 30 weeks along with his twin brother
Luke so he came into this world fighting to live. As a
newborn we quickly learned he had a craniofacial disorder – trigonocephaly – and he started missing
milestones that his twin brother was mastering. We soon felt his global delays were not likely due to his
prematurity. Something much more serious was wrong. As a baby he suffered from severe
gastroparesis (delayed stomach emptying) so severely he vomited 10 times a day – full feeds. He
spent many days at Children’s Medical Center and then at Medical City Children’s for failure to thrive,
and by that I mean clinging to life, because he could not keep any formula down and his temperature
would drop so low he needed the “bear hugger” to warm his listless little body. He was treated for
meningitis as a last resort because physicians were “at a loss” for a diagnosis or treatment plan. His
head was still a squishy, swollen bowling ball from the cranial vault remodel surgery he had had just 1
month earlier. My husband and I spent nights no parent should ever have to endure praying that our 11
month old baby would live, all the while watching his twin brother lay in the hospital crib next to him with
failure to thrive as well.
Preston has not known a life without complex medical conditions. He has a craniofacial disorder, which
is rare, a genetic syndrome called PTEN Hamartoma Tumor Syndrome, which is more rare and
unrelated to the craniofacial disorder and can cause tumors or polyps to grow in his body along with
developmental delays, Autism Spectrum Disorder, Mild Cerebral Palsy among many other medical
issues. These disorders cause him to vomit, have chronic constipation requiring him to need digital
stimulation and enemas to relieve. He gags on food that he finally learned to chew minimally at 4 1/2.
He receives breathing treatments for a floppy airway that causes him stridor and vomiting and he goes
to feeding therapy to overcome years of oral aversions from vomiting so constantly during the first year
of his life among many other therapies.
Building a team of medical professionals includes Preston’s pediatrician, who has seen him since birth
in the NICU and continues to care for him to this day, has taken years to assemble. This team has
historically allowed Preston to remain medically stable and safe at home. However, being forced to
rebuild a medical team of professionals and facilities that are contracted with one of the available
MCOs for our area will limit Preston’s access to physicians, therapists, and facilities. Immediate
access to specialty care is vital for children like Preston with complex medical issues and disabilities.
This is crucial to prevent complications and promote long term stability Preston.
We also currently chose to see one specialists who is not a Medicaid provider but on our primary
private health insurance plan because they keep Preston medically stable and provide care that best
suits his complex medical needs and two rare disorders. We pay out of pocket private insurance
copays when surgery or procedures are performed by this physician but often times the facility,
anesthesiologist or imaging center are covered by Medicaid. We chose to do this to keep Preston as
healthy and stable as possible because this GI physician provides the most appropriate care for him.
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His current and now going on 7 year GI physician was the only physician able to care for him when the
GI physicians at Children’s were failing to provide adequate care and putting Preston’s life in jeopardy.
This will no longer be allowable with the move to MCOs and will inhibit access to appropriate care along
with threaten the wellbeing of my medically fragile child. Also from a cost perspective, not allowing my
family to fully utilize our primary private health insurance will force increased reliance on Medicaid and
translate into even greater costs for the State of Texas.
At the time of Preston’s cranial vault remodel we had to jump through hoops for an out of network
exception with our primary insurance company (and only at the time because we were unaware of
MDCP) for his surgery due to all the craniofacial surgeons in Dallas grouping together to make the
decision to not be in network with any insurance company. It was insanity and caused terrible stress
during an already stressful time of having a sick baby who needed a surgery that was possibly deadly.
We were forced to prove that there was no provider in the area that was a craniofacial surgeon
available to perform the operation Preston needed. For a surgery that risks your child’s life and
involves exposing a large portion of your child’s brain for an extended period of time a parent’s needs to
have a choice in who they feel most comfortable working on their child. Not having that choice would
be a living nightmare. For children who face life threatening surgeries year after year dealing with a
limitation based on a managed care’s network of providers is a parent’s real life hell. My family dealt
with this situation once and it will forever stay with me. It gives me much grief to think there are parents
whose children need continual surgeries and procedures and could face an issue similar to this.
The Medically Dependent Children Program was designed to support families caring for children and
young adults who are medically dependent. Our children and families already face enormous and
stressful challenges on a daily basis. In these children’s short lives they face and endure more than
most adults will face in a lifetime. A forced moved for the MDCP program to managed care
organizations greatly increases the burden on parents and children, as well as, places unnecessary
restraints on our ability as caregivers to create and maintain an appropriate plan of care at home. The
STAR Kids mandate will adversely affect the health and wellbeing of our state’s most fragile and
medically needy children by disrupting care, and placing more restrictions on care for fragile children
who are already an uphill battle on a daily basis. As taxpayers, citizens and parents we believe that it is
in the best interest of the State –financially, politically and morally—to exempt the Medically Dependent
Children Program from this transition.
Please help to protect the weakest and most vulnerable of our tiny citizens who have no voice or say in
this process by exempting the Medically Dependent Children Program from the STAR Kids mandate.
Jennifer Hall
Grapevine, TX
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My son, Aiden Mehta, is a medically dependent child. His very
complex medical needs have required us to seek help
maintaining his medical care through the Medically Dependent
Children’s waiver Program (MDCP). Aiden is a fraternal triplet
with a rather lengthy and complicated medical history, including
prolonged acute hospitalizations beginning with his first year of
life (on and off of life support), and (as we later learned) his
history includes a number of congenital abnormalities and other
medical issues. Despite lengthy inpatient admissions in critical
care units at major Texas hospitals from birth (Baylor and
Children’s Medical Ctr. Dallas), the majority of Aiden’s medical
issues were undiagnosed and/or misdiagnosed, resulting in
further complications.
On several occasions, as he lay fighting for every breath on
multiple lifesustaining machines, doctors have been told us
that there may not be a “tomorrow” for Aiden. Following an
acute extended hospitalization which resulted in Aiden being
placed in a medicallyinduced coma on life support in the PICU
for months, we were repeatedly told by multiple specialists
across the region that they did not know how to help him, and
we exhausted local options in the state of Texas.
At that time, Aiden’s local medical team knew that he required further care, and recommended in 2008 that
he travel via Air Ambulance to the respected multidisciplinary Center for AeroDigestive Disorders at Boston
Children’s Hospital (BCH) for diagnosis and treatment. Out of desperation, I left two infants at home in Texas,
and followed their advice, despite the significant hardship to our family.
Over the past seven years, the BCH team has diagnosed and treated multiple missed and misdiagnosed major
congenital abnormalities and other critical medical issues impacting Aiden’s health. Although we still do not
have an underlying primary diagnosis, BCH has identified and treated a multitude of secondary issues, and
helped us to develop and establish a much more stable medical baseline for Aiden, thereby drastically
decreasing acute and prolonged hospitalizations and the continual need for critical care.
Aiden has 1 pediatrician or PCP (in county, does not accept Medicaid); 10 specialists in TX (9 out of
county/service area); 14 specialists out of state (Boston Children's); 6 therapists (out of county/service area);
3 DMEs (out of county/service area); 6 facilities (5 out of county/service area); 2 pharmacies in county; and
one agency (out of county/service area)
With the help of our carefully selected, knowledgeable and responsive local DFW area medical team working
together to help us implement the BCH care plan at home and address acute situations, these providers have
made an enormous difference in Aiden’s quality of life. This requires an extensive amount of home care, but
most importantly, it has allowed him to spend substantially less time in hospitals and doctor’s offices, and
more time at home with his brothers, developing suitable childhood skills, such as learning how to eat by
mouth! With help from respite workers, we are also able to reinforce developmental and therapy training at
home while also keeping Aiden safe, to work on achieving milestones that have been missed due to constant
acute illness and prolonged hospitalizations.
Initially, for the first several years after Aiden’s birth, we exhausted our resources and savings trying to obtain
the needed medical care for our son and sustain this process, unaware at the time of the extent of Aiden’s
undiagnosed medical issues. Having depleted our resources, we were drowning in medical bills and trying to
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sustain the needs of a fragile child who required 247 medical care, frequent hospitalizations, and a plethora
of equipment. We were uncertain how we were going to continue to meet Aiden’s needs, when another
family who told us about the Medically Dependent Children’s Program.
You see, despite the fact that we work extremely hard to maintain excellent private insurance for Aiden, and
utilize it to the maximum extent possible, there are many critical medical needs which our private insurance
company will not cover, including lifesustaining specialty medical formula, vital medications, speech &
feeding therapies, and many other essential medical needs which would very quickly medically bankrupt our
family. We are forced to rely on traditional Medicaid to cover these items so that Aiden’s daily needs are met
and we are able to provide the care that Aiden needs at home and keep him together with his family and out
of the hospital.
Aiden and thousands of other MDCP participants are part of the Medically Dependent Children’s Program
because the private managed care insurance system has failed to meet our children’s critical medical needs.
That is what forced us and many other desperate families to turn to the Medically Dependent Children’s
Program for help. Not to take advantage of the system, or because we are “entitled.” We are desperate
parents, just trying to keep our children alive and our families together. We are desperate to provide for our
children’s extreme medical and rehabilitation needs, so that they can one day be contributing, participating
members of society, active in their communities, and not be forced to rely on the system as adults. In order
for this to become a reality, our medically fragile, chronically ill children must receive appropriate medical and
therapeutic care in a timely manner, and the supports that are needed to provide for their complicated
medical needs and keep them stable at home.
Yes, managed care has a place. But it is not appropriate for our chronically ill, medically fragile children and
their plethora of complex medical needs. Forcing medically dependent children to rebuild care teams that
they have worked tirelessly for years to build will be disastrous, and have lifethreatening repercussions.
Forcing medically fragile children to sit on a waiting list for new providers with 180,000 other children
because of a bureaucratic decision will be detrimental to Aiden and other medically dependent children.
Furthermore, many PCPs and specialists will not provide care to Aiden due to the complexity of his needs.
The highly restrictive nature of the STAR Kids managed care program is not conducive to the needs of our
medically dependent children. It inhibits access to appropriate care, greatly increases the burden on parents,
and places unnecessary restraints on the caregiver’s ability to create and maintain an appropriate plan of care
at home.
I ask you to consider the onerous burden and incredible duress this will place on families who are already
hanging on by a thread, struggling to survive and maintain their child’s care from daytoday, to rehabilitate
and keep them alive and in the community with maximum quality of life—at significantly less expense to the
state. These families are already juggling a minimum pf 1018 specialists and providers, battling their primary
insurance and Medicaid for their child’s needs every day.
No, the current system isn’t perfect by any means. We have all had our difficulties and challenges trying to
navigate the system and make it work for our children. But forcing these highly complex children with
extreme medical needs into a narrowly defined regional managed care insurance company will have lethal
repercussions.
The STAR Kids mandate will adversely affect the health and wellbeing of our State’s most fragile and
medically needy children, and place more restrictions on children who already face overwhelming challenges
and struggle to survive on a daily basis. As taxpayers, citizens and parents, we believe that it is in the best
interests of the State—financially, politically, and morally—to exempt the Medically Dependent Children’s
Program from this mandate.
Hannah & Manish Mehta
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Flower Mound, TX
As the primary caregiver to Kolton Dean Wilson, a medically complex, chronically ill child, I believe that
forcing vital Medicaid waiver programs, in particular the Medically Dependent Children Program
(MDCP), to transition to managed care organizations (MCOs) will significantly impact and threaten the
stability and wellbeing of my medically complex and medically fragile child.
Kolton is 4 years old and has had medical issues since birth. HE has MITOCHONDRIAL DISEASE
COMPLEX 3 which causes TPN (IV FOOD) DEPENDENT, G TUBE DEPENDENT, SEIZURES, BIPAP,
APNEA SPELLS, FREQUENT FALLS, LOW IMMUNE SYSTEM, AND SO MUCH MORE. Caring for
KOLTON DEAN WILSON on a daily basis is CONSUMING and EXHAUSTING. THIS IS BECAUSE
KOLTON CAN GO FROM FINE AND PLAYING ONE MOMENT TO SEIZING AND SPIKING A VERY
HIGH TEMPERATURE THE NEXT LEADING TO WEEKS IN THE HOSPITAL ON ANTIBIOTICS TO
TREAT AND INFECT THAT IS LIFE THREATENING, IS JUST ONE EXAMPLE OF MULTIPLE
THINGS THAT CAN AND DO GO WRONG FREQUENTLY; BUT WITHOUT THE CARE HE
RECEIVES HIS LIFE COULD HAVE ENDED THIS VERY NIGHT WITHOUT HIS NURSE THERE TO
HELP HIM. The services currently provided by the Medically Dependent Children’s Program allow our
medically dependent child to stay at home with our family, in the community, despite the intensive level
of care KOLTON requires.
Immediate access to specialty care is vital for children like KOLTON with complex medical issues and
disabilities. This is crucial to prevent complications and promote long term stability. KOLTON’s team of
medical professionals has taken years to assemble, including KOLTON’S pediatrician. Working
together, these providers have helped KOLTON to remain RELATIVELY medically stable and safe at
home with his family. KOLTON’S stability is tenuous, and specialists are our lifelines. Being forced to
rebuild a medical team of professionals and facilities that are (1) contracted with one of the available
MCOs AND (2) within a narrowly defined service area will severely restrict KOLTON’S access to
appropriate care, including specialty physicians (COMPLEX CARE, NEUROLOGY, GI, UROLOGY,
CARDIOLOGY, AUDIOLOGY, PULMONOLOGY, METABOLICS, PSYCHIATRY, AND MORE)
therapists (OT, PT, SLP) DMEs (3 INCLUDING 2 THAT ARE SPECIALITY PHARMACY FOR TPN
AND MEDS), facilities, hospitals, nursing care and nursing agencies.
Lack of access to critical specialists threaten KOLTON’S life and will result in higher acute care costs.
Inability to access appropriate specialty providers will cause enormous and unnecessary duress on our
family, and jeopardizes our ability to maintain KOLTON’S care at home.
Many primary care physicians and specialists will not accept our medically complex child as patients
due to the complexity of their needs and the intensive care they require. All specialists (and most
PCPs) have extensive waiting lists for new patients, and those whom elect to agree to the MCOs terms
and conditions may not be the most appropriate provider or specialty care center for my medically
complicated children. Forcing medically fragile children to sit on a waiting list for new providers with
180,000 other children because of a bureaucratic decision will be detrimental to KOLTON’S stability.
The Medically Dependent Children Program was designed to support families caring for children and
young adults who are medically dependent, and make it possible for these children to remain at home.
Our family already faces enormous and stressful challenges on a daily basis. In KOLTON’s short life,
HE has faced and endured more than most adults will experience in a lifetime. Compelling fragile,
medically dependent children to restrictive managed care insurance companies greatly increases the
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burden on parents and children, and places unnecessary restraints on our ability as caregivers to
create and maintain an appropriate plan of care at home.
The STAR Kids mandate will adversely affect the health and wellbeing of our state’s most fragile and
medically needy children by disrupting care, and placing more restrictions on care for fragile children
who are already (FIGHT TO STAY ALIVE on a daily basis. As taxpayers, citizens and parents we
believe that it is in the best interest of the State –financially, politically and morally—to exempt the
Medically Dependent Children Program from this transition.

KRISTEN E. WILSON
SCHERTZ, TX
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As the primary caregiver to Luciana Fillicetti, a medically complex, chronically ill child, I believe that
forcing vital Medicaid waiver programs, in particular the Medically Dependent Children Program
(MDCP), to transition to managed care organizations (MCOs) will significantly impact and threaten the
stability and wellbeing of my medically complex and medically fragile child.
Luciana is 8 years old and has had medical issues since birth. She was born at 23 weeks gestation and
suffered Grade III and Grave IV bilateral Intraventricular Hemorrhaging, immense lung damage,
medications caused her cerebellum to stop growing and at age 5 the cerebellum shrunk. She also has a
small midbrain and brainstem. We have no actual diagnosis for the cause of the cerebellum to shrink
and have done extensive testing. She has Cerebral Palsy, Chronic Lung Disease, urinary and bowel
incontinence, Leydig Cell Hyperplasia, Intellectual disabilities, Cognitive disabilities, Autism, and
Oppositional Defiance Disorder. Luciana needs help with most aspects of selfcare, including bathing,
combing hair, brushing teeth, clipping nails, putting lotion on. Luciana cannot take her own
medication, put on her oxygen, Pulse oximeter or give herself a breathing treatment. Luciana cannot
dress herself or put a pullup or diaper on by herself. She cannot clean herself when she goes to the
bathroom in her diaper. Caring for Luciana on a daily basis is consuming and exhausting. Watching
your child struggle to breathe on a regular basis is something I would never wish on anyone. The
services currently provided by the Medically Dependent Children’s Program allow our medically
dependent child to stay at home with our family, in the community, despite the intensive level of care
Luciana requires.
Immediate access to specialty care is vital for children like Luciana with complex medical issues and
disabilities. This is crucial to prevent complications and promote long term stability. Luciana’s team of
medical professionals has taken years to assemble, including Luciana’s pediatrician. Working together,
these providers have helped Luciana to remain mostly medically stable and safe at home with his
family. Luciana’s stability is tenuous, and specialists are our lifelines. Being forced to rebuild a medical
team of professionals and facilities that are (1) contracted with one of the available MCOs AND (2)
within a narrowly defined service area will severely restrict Luciana’s access to appropriate care,
including specialty physicians, therapists, DMEs, facilities, and hospitals. Lack of access to critical
specialists threatens Luciana’s life and will result in higher acute care costs. Inability to access
appropriate specialty providers will cause enormous and unnecessary duress on our family, and
jeopardizes our ability to maintain Luciana’s care at home.
Many primary care physicians and specialists will not accept our medically complex child as patients
due to the complexity of their needs and the intensive care they require. All specialists (and most
PCPs) have extensive waiting lists for new patients, and those whom elect to agree to the MCOs terms
and conditions may not be the most appropriate provider or specialty care center for my medically
complicated children. Forcing medically fragile children to sit on a waiting list for new providers with
180,000 other children because of a bureaucratic decision will be detrimental to Luciana’s stability.
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Additionally, not allowing my family to fully utilize our primary private health insurance will force
increased reliance on Medicaid and translate into even greater costs for the State of Texas. For
example, we currently choose to see 4 specialists/primary care through our primary private health
insurance plans. These providers are not Medicaid providers, but they keep our child medically stable
and provide the most appropriate care for Luciana’s complex medical needs. When services or
procedures are performed by this physician, we pay out of pocket, but often the supporting services
and/or facilities are covered by Medicaid, making it possible for our family to afford and access the
care that Luciana requires to stay at baseline. This will no longer be possible with this move to
restrictive managed care organizations, thereby forcing further reliance on Medicaid, increasing
Medicaid costs, and threatening Luciana’s wellbeing.
The Medically Dependent Children Program was designed to support families caring for children and
young adults who are medically dependent, and make it possible for these children to remain at home.
Our family already faces enormous and stressful challenges on a daily basis. In Luciana’s short life, She
has faced and endured more than most adults will experience in a lifetime. Compelling fragile,
medically dependent children to restrictive managed care insurance companies greatly increases the
burden on parents and children, and places unnecessary restraints on our ability as caregivers to create
and maintain an appropriate plan of care at home.
The STAR Kids mandate will adversely affect the health and wellbeing of our state’s most fragile and
medically needy children by disrupting care, and placing more restrictions on care for fragile children
who are already fight and uphill battle on a daily basis. As taxpayers, citizens and parents we believe
that it is in the best interest of the State –financially, politically and morally—to exempt the Medically
Dependent Children Program from this transition.
Heidi Fillicetti
Mckinney, Texas
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As the primary caregiver(s) to Lydon Paxton, a medically complex, chronically ill child, we believe that forcing vital
Medicaid waiver programs, in particular the Medically Dependent Children Program (MDCP), to transition to
managed care organizations (MCOs) will significantly impact and threaten the stability and wellbeing of my
medically complex and medically fragile child.
Lydon is 7 years old and has had medical issues since birth which became progressively worse. He has a
chromosome deletion of gene 16 and mitochondrial disease which causes gastroparesis, vomiting, fatigue, sensory
disorder, tremors, and oxygen dependency that requires nursing care. Caring for Lydon on a daily basis is constant
and tiring. A typical day with Lydon often times includes multiple medications, therapy appointments, carrying and
changing out his oxygen tank, encouraging him to consume fluids to prevent dehydration, fixing multiple small meals
that he can consume, cleaning up vomit bc he got too full too quick, and bathing him sometimes multiple times
because he overheated and vomited on himself from coughing too hard due to shortness of breath, or had an
accident because a balance between his amino acid based formula and constipation is impossible to achieve. The
services currently provided by the Medically Dependent Children’s Program allow our medically dependent child to
stay at home with our family, in the community, despite the intensive level of care Lydon requires.

Immediate access to specialty care is vital for children like Lydon with complex medical issues and disabilities. This
is crucial to prevent complications and promote long term stability. Lydons team of medical professionals has taken
years to assemble, including Lydon's pediatrician. Working together, these providers have helped Lydon to remain
mostly medically stable and safe at home with his family. Lydons stability is tenuous, and specialists are our lifelines.
Being forced to rebuild a medical team of professionals and facilities that are (1) contracted with one of the available
Insurance companies AND (2) within a narrowly defined service area will severely restrict Lydon's access to
appropriate care, including specialty physicians, therapists, DMEs, facilities, hospitals, nursing care and nursing
agencies. Lack of access to critical specialists threaten Lydon's life and will result in higher acute care costs. Inability
to access appropriate specialty providers will cause enormous and unnecessary duress on our family, and
jeopardizes our ability to maintain Lydon's care at home.

Many primary care physicians and specialists will not accept our medically complex child as patients due to the
complexity of their needs and the intensive care they require. All specialists (and most PCPs) have extensive waiting
lists for new patients, and those whom elect to agree to the insurance companies’ terms and conditions may not be
the most appropriate provider or specialty care center for my medically complicated child. Forcing medically fragile
children to sit on a waiting list for new providers with 180,000 other children because of a bureaucratic decision will
be detrimental to Lydon’s stability.
The Medically Dependent Children Program was designed to support families caring for children and young adults
who are medically dependent, and make it possible for these children to remain at home. Our family already faces
enormous and stressful challenges on a daily basis. In Lydon's short life, He has faced and endured more than most
adults will experience in a lifetime. Compelling fragile, medically dependent children to restrictive managed care
insurance companies greatly increases the burden on parents and children, and places unnecessary restraints on
our ability as caregivers to create and maintain an appropriate plan of care at home.
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The STAR Kids mandate will adversely affect the health and wellbeing of our state’s most fragile and medically
needy children by disrupting care, and placing more restrictions on care for fragile children who are already struggle
and fight an uphill battle on a daily basis. As taxpayers, citizens and parents we believe that it is in the best interest
of the State –financially, politically and morally—to exempt the Medically Dependent Children Program from this
transition.

Jonathan and Jana Paxton
Pearland, Texas
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The ramifications of the proposed actions by the state of Texas for our children covered by Medicaid is
ludicrous. The additional paperwork, PCP visits and involvement will overwhelm these smaller physician
offices and result in significant back logs and slow down a process that is already tedious.
This is about children that need services. These children desperately need Speech, Occupational and Physical
therapy. To deny them these services or to make the process of receiving needed services, will result in our
school systems attempting to take up this monumental task. A duty that they are illequipped and
understaffed to handle.
These proposed cuts will do nothing more than hurt and cause further overwhelmed school system.
Isn't this clear to our legislators?
It isn't just about saving money.
A better choice would be to revamp the system to make is easier for parents to receive early services for our
Texas children and avoid adding this burden to our broken system.
Do not act in haste. Please think this through carefully and deliberately, before you deny services to a
population that already has so much to lose,
Sincerely,
Kellie Kirkpatrick
Coppell, Texas
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As the primary caretaker of my son, Michael Summerville, a medically complex and permanently disabled
child, I believe that forcing vital Medicaid waiver programs, in particular the Medically Dependent Children
Program (MDCP), to transition to managed care organizations (MCOs) will significantly impact and threaten
the stability and wellbeing of my medically complex and medically fragile child.

Michael is 9 years old and has had complex medical issues since October 15, 2008. He survived a nonfatal
drowning which resulted in a severe anoxic brain injury. He is nonverbal and nonmobile. His brain injury
puts him at significant risk for respiratory illnesses, digestive issues, joint contractures, scoliosis and seizures.

Caring for Michael on a daily basis is at times completely joyful, but often it is overwhelming and exhausting.
People with severe brain injuries often have sleep issues and Michael is definitely in that category. No matter
how tired Michael is, without medication and someone staying with him, he can not fall asleep. The day
Michael drowned, our family’s life was derailed. How can one explain in a few sentences what the hours
between not knowing if he would live to the days of losing hope that he would wake up as the active, talking,
smiling toddler we lost on 10/15/2008 were like?

Without the services currently provided by the Medically Dependent Children’s Program which allows our
medically dependent child to stay at home with our family, be part of our community; our whole family would
suffer even more. Despite the intensive level of care Michael requires, he is able to be home and participate
in family and community life.

Immediate access to specialty care is vital for children like Michael with complex medical issues and
disabilities. This is crucial to prevent complications and promote long term stability. Michael’s team of
medical professionals has taken years to assemble, including Dr. Demetrious Leiloglou, his pediatrician, and
Dr. David Yngve, his orthopedic physician. Working together, these providers have helped Michael to remain
mostly medically stable and safe at home with his family. Michael’s stability is tenuous, and specialists are
our lifelines. Being forced to rebuild a medical team of professionals and facilities that are (1) contracted with
one of the available MCOs AND (2) within a narrowly defined service area will severely restrict Michael’s
access to appropriate care, including specialty physicians, therapists, DMEs, facilities, hospitals, nursing care
and nursing agencies. Lack of access to critical specialists threaten Michael’s very life and will result in higher
acute care costs. Inability to access appropriate specialty providers will cause enormous and unnecessary
duress on our family, and jeopardizes our ability to maintain Michael’s care at home. I can not begin to
imagine how devastating it would be to be unable to have Michael at home.

Many primary care physicians and specialists will not accept our medically complex child as patients due to
the complexity of their needs and the intensive care they require. All specialists (and most PCPs) have
extensive waiting lists for new patients, and those whom elect to agree to the MCOs terms and conditions
may not be the most appropriate provider or specialty care center for my medically complicated children.
Forcing medically fragile children to sit on a waiting list for new providers with 180,000 other children
because of a bureaucratic decision will be detrimental to Michael’s stability.

Texas MDCP Stakeholder Comments
| page 95

Additionally, not allowing my family to fully utilize our primary private health insurance will force increased
reliance on Medicaid and translate into even greater costs for the State of Texas. For example, we currently
choose to see an occupational therapist and a pediatrician through our primary private health insurance
plans. These providers are not Medicaid providers, but they keep our child medically stable and provide the
most appropriate care for Michael complex medical needs. When services or procedures are performed by
this physician, we pay out of pocket, but often the supporting services and/or facilities are covered by
Medicaid, making it possible for our family to afford and access the care that Michael requires to stay at
baseline. This will no longer be possible with this move to restrictive managed care organizations, thereby
forcing further reliance on Medicaid, increasing Medicaid costs, and threatening Michael’s wellbeing.

The Medically Dependent Children Program was designed to support families caring for children and young
adults who are medically dependent, and make it possible for these children to remain at home. Our family
already faces enormous and stressful challenges on a daily basis. In Michael’s short life, he has faced and
endured more than most adults will experience in a lifetime. Compelling fragile, medically dependent
children to restrictive managed care insurance companies greatly increases the burden on parents and
children, and places unnecessary restraints on our ability as caregivers to create and maintain an appropriate
plan of care at home.

The STAR Kids mandate will adversely affect the health and wellbeing of our state’s most fragile and
medically needy children by disrupting care, and placing more restrictions on care for fragile children who are
already face seemingly insurmountable obstacles on a daily basis. As taxpayers, citizens and parents we
believe that it is in the best interest of the State –financially, politically and morally—to exempt the Medically
Dependent Children Program from this transition.

Sabine Summerville
Bulverde, TX
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June 13, 2016
To Whom It May Concern:
Since 2013, we have submitted requests via the online inquiry system on the Superior HealthCare
website to enroll our clinic’s occupational therapist, Stephanie Hessler, in the Superior MCO
Network. The process per Superior phone contacts to request to be an occupational therapy
provider is to first request an application on the Superior website and then, if approved, an
application for credentializing will be mailed to the provider applicant. On more than 3 occasions,
we have received denials from the first step, with Superior stating “We are unable to offer you a
contract for participation at this time due to network capacity for your designated specialty”. We
have experienced numerous additional denials over the phone when we have tried to request
clarification and help. We have made many phone calls and left messages with Superior that have
gone unreturned.
In response to these denials, myself and my office staff have spent countless hours on the phone
contacting Provider Relations, Network Development and have even tried to request authorization
for the children that we service with Superior Medicaid for speech services to have occupational
therapy services as out of network. All of these attempts to make headway have not been effective.
We were told that the only way to be considered as out of network is if there is not another
provider for at least 50-70 miles. These children attend therapy an average of twice per week.
Driving at least two hours twice a week for therapy is not practical for most families. We checked
the online provider list (as we were directed to do from the Superior Prior Authorization
Department) since they would not check it. The closest occupational therapy provider to our area
for children 3 years and older is 84.40 miles away. We have yet to receive a return phone call from
the prior authorization department to answer our inquiry of how we initiate the out of network
process from 2 weeks ago.
On November 1, 2016, the Health and Human Services Commission (HHSC) has stated, along with
Senate Bills, that Superior and Driscoll MCO Plans will be the major plans for the children serviced
in the Nueces area. We are located in Victoria, Texas. The three counties of the Victoria

Metropolitan Statistical Area had a population of 111,163 as of the 2000 census. The city is
a regional hub for a seven-county area known as the "Golden Crescent", and serves a retail
trade area of over 250,000 people. Currently, there are two clinics that provide outpatient
pediatric therapy services in this area. Branch of Hope Children’s Therapy Center is one
out of those two clinics. Many of our patients that have Traditional Medicaid will have to
be changed to an MCO plan.

At this time, the only occupational therapy providers listed on the Superior Healthplan site
are 4 providers that work at the Early Childhood Intervention location at Region 3 Service
Center in Victoria. The providers in this program only provide services to children birth
until 3 years of age. At Branch of Hope Children’s Therapy Center we service children birth
to 21 years of age. We currently have 6 patients that are covered by Superior Healthplan
that have speech therapy services with our facility that are not able to get occupational
therapy services at the same facility. This is devastating and not fair for these children or
families. The next nearest occupational therapy provider is 84.40 miles away from
Victoria.
As November 1 approaches, I am scared for the children that will lose valuable
occupational therapy services in the Victoria and surrounding areas. The area has a large
population of Medicaid funded health plans for children. They deserve to have a provider
that they can access, without repeated weekly travel. They deserve to have occupational
therapy services at a facility where they are comfortable and already receive other therapy
services to provide gold standard continuity of care for maximum gains in their skills.
Please help. The system is broken.
Please contact me if further information is needed at 361-212-1607. This is my personal
cell phone number.
Respectfully,

Meredith Potts, M.A., CCC-SLP
Speech-Language Pathologist
Branch of Hope Children’s Therapy Center, President/Owner

2903-B Azalea St Victoria, Texas 77901
361-576-0884 phone 361-576-3257 fax
www.branchofhopetherapy.com
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