February 20, 2018

Re: Opioid Public Health Emergency RFI

To Whom It May Concern:
The National Council on Independent Living (NCIL) would like to thank you for the opportunity to provide input on the Opioid Public Health Emergency Request for Information. NCIL is a leading national disability rights organization, and the longest-running national cross-disability, grassroots organization run by and for people with disabilities. NCIL represents thousands of organizations and individuals including: individuals with disabilities, Centers for Independent Living (CILs), Statewide Independent Living Councils (SILCs), and other organizations that advocate for the human and civil rights of people with disabilities throughout the country.

Many people with disabilities experience chronic pain, and some of these people use opioids to manage their pain. NCIL is highly concerned about both issues of access to appropriate pain management for people with disabilities who have pain, and prevention of and treatment for opioid use disorder.

We submit to you the following comments:

Section I: Prevalence of Opioid Use Disorder among People with Disabilities

The Americans with Disabilities Act defines a disability as “a physical or mental impairment that substantially limits one or more major life activity.” We believe this definition applies to people diagnosed with Opioid Use Disorder (OUD), just as it applies to people with other conditions that impact their ability to participate in major life activities. Therefore, people with OUD are people with disabilities.
We understand from the phrasing in this section that you are asking if people with other disabilities have been diagnosed with OUD. There are certainly people who have other disabilities and OUD, however we do not have access to specific data on the prevalence of OUD among people with other disabilities. 
According to the U.S. Census Bureau, about one in five Americans has one or more disabilities (about 56.7 Americans). There are individuals whose disabilities require treatment with opioid medication, and for some this has led to OUD. There are also some people who have used or currently use opioid medications and do not experience addiction or OUD; some who have experienced addiction to opioids after treatment with opioid medication who do not have OUD; and some who have OUD who were not treated medically with opioid medication. 
We do feel it important to note the risk that people with other disabilities may have OUD overlooked and/or undertreated by means of dismissing warning signs and symptoms of OUD as a feature under the umbrella of their other disabilities. This is relevant for all people with all disabilities, but particularly relevant with mental health diagnoses and intellectual/developmental disabilities. 

Section II: Treatment Strategies for Opioid Use Disorder Among People with Disabilities
We do not have data to track the number of people with other disabilities that are seeking treatment for OUD. Similarly, we do not have data to compare whether OUD is more prevalent in populations with other disabilities than in populations with no other disability. SAMHSA has reported that the rate of people with other disabilities who experience OUD is higher than people without other disabilities. This may be due to a variety of factors, including, but not limited to: less access to other treatment options; doctors who are ill-informed on appropriate treatment for disability-related acute or chronic health issues; and higher rates of several factors (isolation, un- and under-employment, financial insecurity, experiencing abuse and/or trauma) that can lead to depression in people with other disabilities. 
People with disabilities face a wide range of barriers to treatment for OUD. First of all, different communities often have different definitions of treatment. Some definitions may focus on medication-based treatment, while others focus on harm reduction. NCIL believes that people with OUD do not have true access to treatment unless they have access to a range of treatment options and are given the autonomy to make decisions and be in control of their treatment and recovery.

Another significant barrier to accessing treatment for people with other disabilities and OUD is that often, OUD may be identified but neglected due to the prioritization of other disabilities. Diagnostic bias is prevalent in the medical care of people with disabilities, and that as well as other factors often prohibits clear identification of treatment plans that address multiple disabilities at the same time.

Additionally, when treatment for OUD is pursued, current treatment strategies for people with other disabilities and OUD are largely inadequate. Due to inaccessibility of current services and strategies, people with OUD and another disability may not be able to seek treatment. For example, if a treatment center is not physically accessible because of barriers – such as steps to the doorway with no ramp alternative – it will not be accessible to many people with mobility-related disabilities. Similarly, the lack of affordable and accessible public transportation may impact a person’s ability to access treatment. Information accessibility may impact the ability to learn about and receive treatment, and this manifests in inaccessible websites, a lack of material in alternative formats such as screen reader-compatible or text only documents, and documents that aren’t written in plain language. Additionally, a lack of interpreters, for either sign language or other languages, greatly reduces the accessibility of treatment for those who speak languages other than English. 
For people with disabilities treatment may also be financially inaccessible. According to the Bureau of Labor Statistics, people with disabilities had twice the unemployment rate (10.5 percent) in 2016 of people without disabilities (6.4 percent). Higher unemployment rates of people with disabilities, as well as lower-paying jobs that may not provide comprehensive benefits, mean that people with other disabilities and OUD may have less access to healthcare coverage to pay for treatment. Changes and cuts to Medicaid could reduce access to addiction treatment even further; in 2014, one quarter of drug treatment programs were paid for by Medicaid. 
Additionally, treatment is only truly accessible if it can be sustained. The same barriers often exist for individuals trying to access options for long-term recovery, such as 12-step or other programs. This can be an even greater barrier for institutionalized people with disabilities. For people with disabilities in nursing home or other institutions, people who also have OUD do not necessarily have access to treatment just by means of the facility limiting access to the substance. Removing the choice to use a substance does not treat the underlying OUD, yet this is commonly how treatment is approached. Moreover, institutions do not necessarily have programs for patients transitioning out of the facility. Major disparities exist in treatment of people with OUD and other disabilities, and those disparities are often heightened when institutionalization has occurred. 
Additional Input:

NCIL is concerned that the current focus on opioid addiction has not been comprehensive, which includes the narrow scope of this Request for Information. The result thus far has been inadequate proposals and approaches that are ineffective at best and harmful at worst. 
Most of the efforts aimed at reducing addition to opioids have attributed the majority of addictions to prescription pain medication. The data does not support this. According to the Centers for Disease Control (CDC), illegal synthetic fentanyl was found to be involved in over half of opioid-related deaths in several states in 2016. Furthermore, according to the National Survey on Drug Use and Health 75 percent of opioid abuse begins with an individual using those medications not with a prescription in their name; rather, they obtain opioids from a friend, family member, or dealer. 
Despite these statistics a significant policy focus, including policies enacted in the state of Ohio and nationwide by CVS pharmacy, has been on limiting the length and dosage of prescriptions for opioid pain medication, regardless of a doctor’s determination of the patient’s need. These policies have already resulted in placing additional burdens on people with chronic pain, often necessitating more frequent trips to their doctors and pharmacies, and requiring additional time, energy, and financial resources. They have also resulted in forced reduction or total termination of opioid medication treatment for some people with pain. Losing access to effective treatment in this manner has already been shown to greatly increase the risk of suicide in people with chronic pain. Importantly, while these policies have resulted in harm to people with pain, they also fail to address the larger source of the problem.
NCIL believes that any approach must balance the goal of decreasing opioid addiction with the need for people with chronic pain to access adequate pain management.  

Again, we appreciate the opportunity to provide our feedback. We welcome the opportunity to work with ACL on these efforts, and please feel free to contact us if you have any questions. 
