September 18, 2018

Dear Members of the Pain Management Best Practices Inter-Agency 

Task Force,

The National Council on Independent Living (NCIL) would like to thank you for the opportunity to provide input to the Pain Management Best Practices Inter-Agency Task Force on pain management and people with disabilities. As you know, NCIL is a leading national disability rights organization, and the longest-running national cross-disability, grassroots organization run by and for people with disabilities. We represent 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.

Of the more than 100 million Americans living with some form of chronic pain, nearly 40 million report severe levels of pain, and more than 25 million live with persistent, daily pain. Many people with disabilities experience chronic pain, and barriers to accessing adequate pain control disproportionately impact people who have disabilities. NCIL is highly concerned about access to appropriate pain management for people with chronic pain, which includes both opioid and non-opioid treatment. Further, we believe that any approach to reducing opioid addiction and overdose must be balanced with the needs of people with chronic pain for whom opioid medications may be medically necessary. 
Challenges 

People with chronic pain have not been a major part of the national efforts on opioids. Because of this, many steps that have been taken to address opioid addiction and overdose have had unintended but harmful consequences for people with disabilities. In order to reverse this pattern and avoid additional harm from future efforts, it is critical that people with chronic pain and disabilities are included in these conversations, as well as on advisory boards and other decision-making bodies. While the perspectives of researchers and clinicians are important, input from people with lived experience of chronic pain, disability, and addiction are critical to ensuring the success of any program or effort. 
People with chronic pain are being faced with forced opioid tapering or discontinuation. This includes people who have been successfully managing their pain long-term. Although for some people with chronic pain non-opioid treatment might be effective, there are others for whom opioids are medically necessary. There is no evidence to support that individuals who are successfully being treated by long-term, physician-supervised opioid therapy receive any benefit from forced tapering, yet there is building evidence of the harmful effects
. Forced tapering or discontinuation of opioid medications in people with previously well-managed chronic pain can result in significant harm to individuals, not the least of which includes facing agonizing pain levels and intense withdrawal symptoms. These higher levels of pain can severely impact individuals’ lives, hampering their ability to work, go to school, and participate in their families and communities. Furthermore, people who have experienced sudden dose tapering or discontinuation have reported increased suicidality, and a high number of suicide attempts and completion have been reported
,
 by entities tracking the impact of forced tapering and discontinuation on people with chronic pain.

People with chronic pain are facing additional barriers to accessing treatment with opioid medications. People who are still being treated with opioid medications are facing a wide range of additional barriers to access. Fewer doctors are willing to prescribe opioids, often in fear of jeopardizing their licenses
,
. Pharmacies are refusing to fill legal, medically necessary prescriptions
,
 and they are implementing their own across-the-board limits that disregard individualized treatment needs
. Step therapy (also known as fail first) requirements and other policies implemented by insurance providers are facilitating the destabilization of previously well-controlled pain, risking significantly increased symptoms and side effects and considerably delaying effective treatment. And people with chronic pain are having to deal with additional, overly burdensome requirements being implemented, including restrictive opioid contracts and unreasonably frequent doctor visit and script requirements. These practices result 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. Access to treatment with opioid medications must be preserved for people when they are medically necessary, and access must account for the most effective, appropriate treatments in the least restrictive environment.

There is a serious dearth of widely available, effective non-opioid treatments for chronic pain. People with chronic pain face a wide range of barriers to effective, affordable, accessible non-opioid pain treatments. In general, there is a severe lack of widely effective non-opioid treatments for chronic pain, so efforts to develop additional alternatives must be prioritized. For existing non-opioid treatment modalities, both short- and long-term access is highly contingent on income level, geographic location, disability-related access barriers, insurance provider, and other unrelated factors. Access to all modalities must be increased. Because no single treatment (or combination of treatments) is effective for all people with chronic pain, people need access to the full spectrum of available modalities for pain treatment. And, since chronic pain can last many years, adequate long-term pain management often necessitates ongoing, long-term access to treatments.

Systems and providers lack adequate knowledge on disability and chronic pain, which impedes appropriate treatment and fosters pain progression. A lack of competency in disability and chronic pain, diagnostic bias in the medical care of people with disabilities, and our siloed health care system often prevent the clear identification and development of treatment plans that address multiple disabilities at the same time. Further, for people with chronic pain who also have other disabilities or health conditions, one or several disabilities may be neglected due to the prioritization of others. These factors frequently result in delays or denials of necessary treatments, supports, and services. The resulting lack of timely, appropriate disability- and health-related supports and treatments profoundly hinders pain management and may actively cause the transition of acute pain to chronic pain. 

People with chronic pain and other disabilities who also have addiction face additional barriers to treatment. There are people with chronic pain and other disabilities who also have addiction. On top of facing added barriers to adequate pain treatment, disabled individuals who live with addiction often face additional barriers to treatment programs and services for substance use disorder. Treatment programs often lack physical and programmatic access to adequately serve people with disabilities, including ramps into facilities, personal care assistance, accessible websites, materials in alternate formats, and interpreters. This is in addition to broader barriers that impact access to these programs, including the widespread lack of accessible transportation, doctors who are ill-informed on appropriate treatment for disability-related acute or chronic health issues, and high levels of un/underemployment and poverty among people with disabilities which result in less access to healthcare coverage to pay for treatment. Increased access to treatment is essential for all people with addiction, and particularly for people with disabilities who face disproportionate barriers to treatment programs and services.
We must also take this opportunity to note that NCIL strongly believes the heightened emphasis on reducing opioid prescribing is misguided, and will not tackle the rise in opioid addiction and overdoses in the US. The Center for Diseases Control’s (CDC) own data shows that illegal fentanyl and heroin currently drive overdose deaths, not new prescriptions
. Further, national studies on drug abuse have found that the majority (over 75%) of people who report misuse of prescription opioids did not receive them in a treatment setting
. Actively managed pain patients are rarely involved in opioid overdose-related deaths. According to CDC-cited research, only between 0.7 and 8% of people with chronic pain who receive opioids may go on to develop an opioid use disorder
. This is further supported when examining national surveys on drug abuse
 and data from states like Massachusetts, which found upon examining Physician Drug Monitoring Program (PDMP) data that a tiny percentage of those whose deaths involved a prescription opioids had a valid prescription for those medications
.
Recommendations

Do not support across-the-board, one-size-fits-all proposals. Blanket limits on prescribing amounts or dosages are harmful. Medical decisions should be based on the doctor’s determination of medical necessity with their patient’s input, not on arbitrary limits to meet across-the-board requirements. Across-the-board policies and strict adherence to prescription limits risk diminishing the doctor-patient relationship, disregarding physicians’ expertise and reducing their roles in the assessment and treatment of their patients’ needs, and eroding the ability for people with chronic pain to have access to the full spectrum of available and effective pain treatments.  

Coverage for non-opioid treatments must be expanded while also preserving access to opioid medications. It is critical that access to treatment with opioid medications be preserved for individuals who need them. That said, it is also critical that access to non-opioid alternatives be expanded, and for new, effective non-opioid treatments to be developed. Chronic pain is highly variable from person to person, and no single treatment modality is effective for all individuals. Because it is often a combination of treatments that allows people to effectively manage their pain, people with chronic pain need access to the full spectrum of available options for pain treatment, which includes opioid, non-opioid pharmacologic, and non-pharmacologic treatment. 

Once again, we would like to thank you for the opportunity to provide these recommendations. We have also enclosed NCIL’s Statement of Principles on Chronic Pain and Opioids, which can be found online at www.ncil.org/cpo/ as well. We urge you to consider these principles and recommendations as you propose updates to best practices and issue recommendations for managing chronic pain.

If you have any questions, we would be happy to discuss this further. Please feel free to contact NCIL’s Policy Analyst, Lindsay Baran, at (202) 207-0334 or Lindsay@ncil.org. 

Sincerely,
Kelly Buckland

National Council on Independent Living

Statement of Principles - Chronic Pain / Opioids

People with chronic pain and other disabilities have been largely left out of the national conversation on opioids. The National Council on Independent Living (NCIL) believes that any discussion about opioid use and addiction must include the perspectives of people with chronic pain and other disabilities, including people with substance use-related disabilities. Similarly, all related legislative proposals must address the needs of these groups. Any approach to reduce opioid use must be balanced with the needs of people with chronic pain for whom opioid medications may be medically necessary. 

More than 100 million Americans live with some form of chronic pain
. Nearly 40 million Americans report severe levels of pain
 and more than 25 million live with persistent, daily pain
. Chronic pain is a large umbrella category that varies from episodic to intractable and from mild to severe and covers a range of conditions. Although for some people with chronic pain non-opioid treatment might be effective, there are others for whom opioids are medically necessary.

As a result of recent efforts to reduce opioid prescribing, many people with chronic pain are being faced with forced opioid tapering or discontinuation. This has resulted in people with previously well-managed chronic pain facing agonizing pain levels and intense withdrawal symptoms. People who have experienced sudden dose tapering or discontinuation have reported increased suicidality, and a high number of suicide attempts and completion have been reported
 by news outlets tracking the impact of forced tapering and discontinuation on people with chronic pain.

Approximately two and a half million Americans have substance use disorders related to opioids, both illicit and prescription
. National studies on drug abuse have found that the majority (over 75%) of people who report misuse of prescription opioids did not receive them in a treatment setting
. According to CDC-cited research, between 0.7 and 8% of people with chronic pain who receive opioids may go on to develop an opioid use disorder.

NCIL supports the following principles with regards to legislation and other proposals aimed at reducing opioid use and addiction:

· Legislation and proposals must not include arbitrary or blanket limits on prescribing amounts or dosages that would override individual, medically necessary treatment as determined by an individual and their doctor(s).

· Legislation and proposals must not institute unnecessarily burdensome requirements on individuals for access to treatment with opioid medications. This includes but is not limited to unreasonably frequent doctor visit or script requirements
 and ‘opioid tax’ proposals that do not include appropriate protections to prevent individuals who use opioid medications from increased costs associated with the tax.

· Legislation and proposals must not jeopardize the licenses of doctors practicing appropriate pain management with opioid medications. They also must not support pharmacies in refusing to fill legal, medically necessary (as determined by a medical doctor) prescriptions for opioid medications.

· Legislation and proposals must address the needs and specific barriers faced by frequently under-treated groups, including people with multiple chronic conditions, people with co-occurring chronic pain and mental health disabilities, people with multiple marginalized identities, people who are long-term and/or high-dose users, and people with rare diseases or disabilities.

· Legislation and proposals must not include new funding for forced or involuntary institutionalization or other forced or involuntary treatments. This includes forced tapering of people who are being treated effectively with opioid medications.

· Any treatment program for people with substance use disorders must: 

· Ensure that all program components are accessible to people with a variety of disabilities and access needs; 

· Provide a wide range of treatment options (not just one treatment method, such as medication-assisted therapy); and 

· Address the needs of people with substance use disorders who also need medical treatment for chronic pain.

In addition, NCIL encourages policy proposals that will provide additional treatments and alternatives for individuals with chronic pain. These include: 

· Funding for research to better understand pain and develop new treatment modalities; both pharmacologic (including non-opioid and abuse-deterrent opioid) and non-pharmacologic, integrative treatments;

· Expanded access to palliative care;

· Expanded access to and coverage for effective, affordable, accessible non-opioid pain treatments, including but not limited to acupuncture, massage therapy, physical therapy, voluntary opioid tapering instruction and support, psychological treatments such as cognitive behavioral therapy, biofeedback, and meditation, medical marijuana, and other complementary and alternative treatments and therapies;

· Equitable access to treatment for chronic pain that is not reliant on geographical location, income level, or disability;

· Expanded educational requirements for medical professionals about treating pain – including training about chronicity – and addiction, both in medical school and through continuing education;

· Efforts to reduce the cost of medications, including specialty medications;

· Expanded access to the use of off-label prescribing of non-opioid medications for pain treatment; and

· Expanded access to long-term services and supports (LTSS) by requiring coverage by all providers.
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� Requiring unnecessarily frequent doctor visits can be both physically and financially burdensome for people with chronic pain due to a variety of factors including the cost of frequent co-pays, limited time off allowed by employers, barriers to accessible and affordable transportation, limited mobility due to pain or physical barriers, and others.





