August 7, 2018
Dear Members of HERC,

We write you today on behalf of the Association of Oregon Centers for Independent Living (AOCIL), Eastern Oregon Center for Independent Living (EOCIL), Handicap Awareness and Support League (HASL) Center for Independent Living, Lane Independent Living Alliance (LILA), and the National Council on Independent Living (NCIL). AOCIL is an Oregon state association representing a network of seven accredited Centers for Independent Living (CILs); EOCIL, HASL Center for Independent Living, and LILA are Centers for Independent Living throughout the state of Oregon, all of which are consumer-controlled, community-based, cross-disability, nonresidential nonprofit organizations designed and operated by individuals with disabilities and providing an array of services to individuals with disabilities in Oregon; and NCIL is the longest-running national, cross-disability, grassroots organization run by and for people with disabilities, representing thousands of individuals and organizations including 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 United States. 
We recently learned about a proposal from the Health Evidence Review Commission’s (HERC) Chronic Pain Task Force that would restrict coverage under Medicaid for opioid medications to 90 days for many chronic pain conditions, thereby effectively forcing individuals currently receiving opioid therapy to taper off their medications – including individuals who have been successfully managing their pain with long-term opioid treatment. Medicaid restrictions are likely to have a disproportionate impact on our members and consumers, which include people with disabilities around the country. We strongly oppose this proposal. 

Implementing across-the-board policies in lieu of individualized treatment based on specific healthcare needs poses grave risks to patients. Blanket policies like this proposal risk diminishing the doctor-patient relationship, reducing physicians’ 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. Further, forced tapering from opioid medications poses significant risks for people with chronic pain; there is no evidence to support that individuals who are successfully being treated by long-term, physician-supervised opioid therapy get any benefit from forced tapering, yet there is building evidence of the harmful effects. As with any across-the-board policies, requiring tapering for all individuals eliminates the possibility for individually-determined treatment based on an evaluation of patients’ needs and the potential benefits versus the potential harms. 

We strongly support HERC’s efforts to increase coverage and access to non-opioid pain treatments. The additional services proposed to be covered are an important part of pain management for some people with chronic pain. However, people with chronic pain need access to the full spectrum of available options for pain treatment, as no single modality is effective for all individuals, and it is often a combination of treatments that allows people to effectively manage their pain. Additionally, some people with chronic pain have other conditions that prevent them from using other kinds of pain medications. This proposal eliminates one modality that is a critical part of pain management for many people with chronic pain. 
We appreciate your concern and your attempt to reduce opioid abuse. However, evidence indicates that most abuse and overdoses are not related to people prescribed medication by their physicians to address chronic pain, but rather from someone other than the person prescribed or someone acquiring illicit drugs. Prescription opioids are not merely a substance of abuse; many people with chronic pain around the country, including our members and consumers, rely on opioid medications as an essential component of their management of pain related to a wide range of disabilities. Effective, individualized pain management not only relieves suffering, but also allows people living with chronic pain to be more active participants in their lives and communities, which can include successful employment and civic participation. We strongly believe this proposal risks doing far more harm than good.
We urge you to reconsider this short-sighted and potentially life-damaging proposal. Choosing to enact a policy that prioritizes across-the-board, blanket limits over individualized treatment based on specific healthcare needs is careless and dangerous. We have enclosed NCIL’s Statement of Principles on Chronic Pain and Opioids, which can also be found at www.ncil.org/cpo/. We urge you to consider these principles as you continue to consider this and future opioid- and chronic pain-related proposals.

If you have any questions, we would be happy to discuss this further. Please feel free to contact Kelly Buckland, Executive Director of the National Council on Independent Living, at (202) 207-0334 or Kelly@ncil.org. 
Sincerely,

Association of Oregon Centers for Independent Living

Eastern Oregon Center for Independent Living

Handicap Awareness and Support League Center for Independent Living

Lane Independent Living Alliance

National Council on Independent Living

National Council on Independent Living

Statement of Principles - Chronic Pain / Opioids

July, 2018

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 (Footnote 1). Nearly 40 million Americans report severe levels of pain (Footnote 2) and more than 25 million live with persistent, daily pain (Footnote 3). 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 Footnote 4) 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 (Footnote 5). 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 Footnote 6). 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 (Footnote 7).

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 (Footnote 8) 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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