Follow up mail June 5, 2026

Hard e-mail to write

My name is Amanda Runyon Lynch and I spoke opposing HB 795 with the Medicaid Committee on June 3. I'm

here today asking you to Remove or Amend the Family Caregiver Restriction in HB 795.

In 2018 a "yearlong NPR investigation found ....a group of Americans that is one of the most at risk: people with

intellectual disabilities.

* People with intellectual disabilities are sexually assaulted at a rate seven times higher than those without
disabilities. That number comes from data run for NPR by the Justice Department from unpublished federal
crime data.

* People with intellectual disabilities are at heightened risk at all moments of their daily lives. The NPR data
show they are more likely to be assaulted by someone they know and during daytime hours.

* Predators target people with intellectual disabilities because they know they are easily manipulated and will
have difficulty testifying later. These crimes go mostly unrecognized, unprosecuted and unpunished. And the

abuser is free to abuse again."

This study, "Abused & Betrayed" was investigated and published by Joseph Shapiro and I will always recall the dread
I felt when hearing it live on the radio. My daughter was 16 years old at the time; even before she became an adult I

was aware of the risks she faced as a young disabled woman.

Besides the decade long and well-acknowledged shortage of nurses and care-workers, this completely taboo topic is
but one reasson why family members became paid for the often intensive care they provide for their loved ones. Many
are adults and need help or are completely dependent on others for intimate body care (toileting, diapering, changing

and dressing.) Shapiro's series, while difficult, is a must for anyone working in the field or trying to write policy for it.

When my daughter is hospitalized, I stay with her. I see first-hand how staff provides treatments and am on the team
responsible for writing the plan that will be followed at home. While I am not a doctor or a nurse, I have worked
closely with them in healthcare settings . When we do hire home care workers, it is I who am responsible for
providing that training to them. In some ways I am providing an ICU level of care in my home. Over the years I have
seen my daughter intubated, revived with a central venous line for epinephrine delivery; she's been given Last Rites
by a Priest in an ER. Many paid family members have friends who have lost disabled adult children, often due to
sepsis or aspiration, sometimes from a neglectful caregiver in a congregate setting, i.e. not at home, not with a

relative. At age 24 my daughter has already lost 7 friends who were disabled peers.


https://www.npr.org/2018/01/08/570224090/the-sexual-assault-epidemic-no-one-talks-about

When I was employed out of the home, the hours worked were restricted by my daughter's unpredictable and often
unstable health, her myriad medical appointments (she is seen by 5 medical specialists and many different therapists,
all of whom make parent/guardian attendance at appointments mandatory.) Not to mention surgeries and lengthy
hospital stays. My job was in a kitchen, extended absences were not possible, where I earned $16 / hour and paid into
Social Security and Medicare. As a parent provider, I am a contractor and earn $7.29 / hour. I will never be able to
retire. I receive no per diems, vacations or sick leave. If I become too ill to provide care, we will have to make some

tough decisions.

We know that life is not promised. When I read the proponet testimony of Mehek Cooke complaining about the cost
of keeping a Medicaid recipient alive I was aghast. We're doing this now? Across the USA the message is clear:
Everyone must be born. Premature babies grow up to often be adults with complex health challenges and disabilities.

The cost of keeping them alive is the cost. There is no bargain. That's not how this works.

We need you to Remove or Amend the Family Caregiver Restriction in HB 795.
Thank you for taking the time to read this.

My daughter, Isis Maria Runyon Lynch, thanks you.




