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Thank you for the opportunity to speak and offer comments today. My name is Dr. Jules
Patalita and I’m a Disability Rights Advocate with The Ability Center of Greater Toledo. a
Center for Independent Living serving thirteen counties in Northwest Ohio. The mission of The
Ability Center is to make our community the most disability friendly in the nation by increasing
independence for people with disabilities, discovering true passions, and changing the
community’s perception of disability.

We, along with many advocates and Medicaid recipients in the state of Ohio, believe that
Self Direction is an effective model of Medicaid that addresses a common complaint: that
the benefits and care for those with disabilities should be as personalized as one’s
disability is. Disability does not follow a “one size fits all,” and neither should health care
services. Working alongside Brandi Nicholson and the Ohio Department of Medicaid’s Self
Direction workgroup, | have offered suggestions throughout 2024 on ways that Self
Direction can be created to best benefit its users. Today | would like to offer comments on
Rule 5160-45-03.2, or ““ODM-administered waiver services: self-direction and self-
directed caregivers” and Rule 5160-45-03.5, or “ODM-administered waiver program: self-
directed goods and services.”

First | will speak on Rule 5160-45-03.2 “ODM-administered waiver services: self-direction
and self directed caregivers”

e To begin with, the definitions of services found in this rule should be made
consistent across all Medicaid waivers in Ohio by working with DoDD and ODA.
Citing the rules on Home and Community Care under MyCare and Ohio Home Care
is an excellent step, but this should be taken a step further by ODM and be made
consistent across all waiver programs. Even the citing of existing rules in Paragraph
B shows issues with this llanguageinconsistency. Referencing Rule 5160-44-02 is
an attempt to reference “person-centered planning,” but the language and word



choice is different from “self direction.” This will undoubtedly cause confusion for
many users and should be remedied in some manner. Consistency in the language
used should be a priority to allow the user to better understand the services they are
utilizing, and informed users will improve user satisfaction and lead to greater
success for the program as a whole.

Looking at paragraph F(3), we agree that Caregivers should not be representatives
forthe individual. This is a simple but effective way to avoid possible abuse.

We also believe that the decision to allow Family members to be self-directed
caregivers, found in paragraph G(4) is an excellent decision. This isa common
request from the disability community, and it has been for many years now. No
caregiver will ever have the same personal drive to provide quality care as one who
is a family member. Itis an unfortunate reality that family members are often forced
to provide free care due to a lack of caregivers, so allowing them to be
compensated for the work they already must provide benefits everyone involved.
Looking at Paragraph |, our stance is that 14 calendar days to enroll caregivers is
reasonable, given the nature of approval, but we would love to see this process
happen even faster. For many, to not have a caregiver for 2 weeks could be a matter
of life and death, and it is too often that individuals have caregivers quit mid-shift.
Paragraph (J)1 isn’t clear to when the caregiver can start working under conditional
employment. The rule language states, “a caregiver who is not yet enrolled as a
provider with ODM may be conditionally employed by the individual prior to
obtaining the results of the criminal record check.” Does this mean that conditional
employment can begin at any time, or does the caregiver still have to submit all
records but then can provide care before the criminal record is checked? This part
of the rule is unclear, and this needs to be remedied.

Paragraph (K) does not listinforming the individual as part of the process ifa
caregiver cannot be enrolled. While the process of the FMS informing ODM is clearly
laid out, there is no listed procedure for how the FMS or ODM will inform the
employer directly. This should be addressed within the rule language within this
section because they are both the employer and the most interested party involved.
This also gives the individual time to begin finding a new caregiver.

Finally, Paragraph (L) is a potentially-worrying inclusion to this rule. How will it be
determined if an individual is unable to meet the requirements of Paragraph (E)?
While the actions needed by the employer are laid out in actionable steps, the
judging of whether or not someone could fulfill these actions feels entirely
subjective. Who is judging whether an individual is capable of fulfilling these
responsibilities, and what is the criteria for evaluating this in an objective manner?



Paragraph (L) also does not list any procedure for the employer choosing a
representative, as listed in Paragraph (F). The purpose of the representative is to
assist individuals with the duties listed in Paragraph (E), the focal point of Paragraph
(L), so why are representatives not mentioned in the process if an individual is
deemed unable to fulfill these duties? The step to find and utilize a representative
should be addressed directly within the language of Paragraph (L), alongside details
in how the individual is judged to be fit or unfit to fulfill them.

Now | would like to move on to Rule 5160-45-03.5 “ODM-administered waiver program:
self-directed goods and services”

Similar to my first comment on the former rule, any definitions should be made
consistent across each waiver, not just the self direction programs. There is great
confusion among both the individuals providing and receiving care on the
differences in phrasing of similar services between different waiver programs.
Making this language consistent across each program would alleviate much of this
confusion, allowing everyone involved to feel more agency as they better
understand what services they receive.

As a general comment, Self directed goods and services are one of the elements of
Self Direction that | have noticed the most excitement for within workgroups in the
community and while working with the Ohio Department of Medicaid. There are few
advocates and Medicaid recipients that don’t have stories of wanting to purchase
goods that would increase their independence, only to have that claim be denied.
The broadness of the service is its strength, and we hope that the wide range of
goods and services available under this program will greatly benefit individuals
throughout Ohio. The concept of Goods and Services is a wonderful one, butit’s
also a complex concept, and | believe it may need a more thorough definition than
what is currently in Paragraph B.

Related to this, Paragraph D-3 is an excellent inclusion to the rule. | think having
these examples is very helpful for better understanding the service. | would
encourage the rule to offer further examples of goods that fall within Goods and
Services. Even within the ODM Self Direction Workgroup, there was often confusion
as to what could be purchased under this service due to just how wide-open the
potential goods purchased are. Again, the wide scope of potential goods and
services is the strength of this service, but it does mean that individuals would need
more clarity on what they are allowed to purchase.



e Finally, we would like to see language added to this rule that details the role of case
managers in approving Goods and Services, as well as to protect individuals from
case managers who consistently deny these claims. When speaking with statewide
workgroups and advocacy organizations, a consistent story is of case managers
that are more likely than not to deny claims for Goods and Services, even those that
fall within the broad scope of this service. We believe that this rule should create
protections against this behavior, as well as more details on how the case manager
should be involved in this process.

The disability and advocacy community is thrilled that Self Direction is becoming a reality
in Ohio. The potential benefit of Self Direction, especially Self Directed Goods and
Services, can revolutionize Medicaid benefits and allow care to finally be as personalized
as the lived experiences of its users. | hope that the Ohio Department of Medicaid takes the
testimony of advocates and Medicaid users into account in the final stages of the
implementation of rules to ensure that Self Direction is as effective as possible and
provides the maximum possible benefit to Ohioans.



	Public Testimony on Self Direction
	ODM Rules 5160-45-03.2 and Rule 5160-45-03.5
	August 16th, 2024

