THE METHADONE MANIFESTO

https://sway.office.com/UjvQx4ZNnXAYxhe7?ref=Link

The Urban Survivors Union Methadone Manifestois adocumentwritten collaboratively by members of
the Urban Survivors Union (USU) methadone advocacy and reform team, an organizing team composed
of currentand former methadone patientsand ourallies. We have come to a consensus on many policy
issues based on ourshared scholarship and lived experience. However, we are all different people, from
different socioeconomicbackgrounds, with differingand evolvingideologies, and these differences may
be apparentto any reader who compares and contrasts different sections of the document. This text
reflects our collaborative writing process. Furthermore, the Manifestoisalivingdocument which is
subjecttochange and elaboration. We in no way intend the current version of the Manifestoto be a

comprehensive statement on all of our methadone policy stances and analyses, and we expectto
continue to add to and amend this text long afterits release.

We hope that this text will inspire further community directed research on topics relating to methadone

which have suffered from little study, led by groups of people who use drugs and methadone patients
working in alliance with academicresearchers.

While much of thistextis based on citations from peer-reviewed literature, the USU methadone
advocacy and reform group also soughtto fill in research gaps onvital areas in methadone treatment
through experientialknowledge, knowledge based on our own experiences as well as our experiences
advocating forhundreds and thousands of other methadone patients. Forexample, whilethere is little
research on how patientsin pre-existing relationships are treated by clinics and how people with
ambulatory disabilities have difficulty accessing clinicfacilities, we reported on these topics based on
our combined years of accumulated knowledge as patients, advocates, and organizers. Methadone is a
form of harm reduction, and the history of harm reductionis the history of impacted, endangered
communities creating a body of prophylactic practices to save each other’s lives. Sex workers,<1>
people who use drugs (PWUD),<2> and people with disabilities,<3>,<4> as well as colonized and
racialized peoples,<5>,<6> all find value in using first-person and community accounts to challenge
oppressive dominant narratives and power structures which rely on the invocation of the unassailable,
distant “expert.” We are the experts here, whether or not there have been resourcesinvested into
conducting formal research to document some of our conclusions. We hope that this text will inspire
further community directed research on topics relatingto methadone which have suffered from little



study, led by groups of people who use drugs and methadone patients workingin alliance with academic
researchers.

Please contact methadone @urbansurvivorsunion.org to discuss this work and methadone advocacy and
reform with the USU methadone advocacy and reformteam.
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While methadone is the most effective treatment legally available for those diagnosed with opioid use
disorder (OUD) itis the most stigmatized and the most heavily regulated. Methadone significantly
reducesthe risk of overdose, HIV and HCV infection, and is the only safe supply available to people who
use drugs (PWUD) inthe United States. Over 1.6 million people meet the criteriaforOUD inthe U.S. and
lessthana quarter receive methadone treatment. Even during an adulterant and overdose crisis
combined with a COVID-19 pandemic, we continue to experience barriers which keep PWUD from
accessing treatment. We are traumatized as we try and access treatment because many people believe
we are simply substituting one drug for another. This resultsin shame and stigmain practices andin the
recovery community. We are watching ourloved ones die and our community

decimated. Our trauma demands this collaborative living document detail the culture of cruelty that
continuesto shame, stigmatize, and kill.

While the rest of the world responds to this crisis with safe supply options and evidence -based
treatment, here inthe US we have doubled down on drug war policy and coercive, abstinence-based
treatment options, many of which increase ourrisk of death. We are the only national drug users union
inthe United States and we present this manifesto as ourvisionforchange.

Our goal requires the elimination of the clinic system. Methadone dispensing should not be limited to
tertiary healthcare sites, and ample evidence from Canada, Europe, and Australia demonstrates the
efficacy of pharmacy and primary care dispensing models.

Throughoutthis document, we go overthe failings of the current system and outline specificsteps

clinics can take to improve without major policy changes. Our next project will be the design of amodel
methadone clinicin this regulatory context because we know we need immediate and drasticreform.

The manifesto highlights human rights violations such as punitive responses to urine drug

screenings; useless, time-consuming, mandated counseling; high barriers to take-home dose provision;
stringent admission criteriaand arduous intake processes; dose capping; onerous and rising clinic costs
and exploitative charging practices; transportation difficulties; lockbox requirements; limited dosing
hours; accelerated tapering schedules foradministrative discharge; and lack of patientautonomyin
determining treatment plans.



We talk about the problems we have faced as disabled people, sex workers, houseless people, pregnant
and parenting people, people of color,and members of the LGBTQ community.

We also discussthe pandemic. COVID-19 hitand the world economy closed. Businesses scrambled to
develop safer policies allowing them to remain open and provide essential health services.
Unsurprisingly, methadone clinics behaved as if nothing had changed. Our group shared stories from
around the country confirmingthat we were forced to choose between withdrawaland COVID-19
infectionrisk. We were being forced to fill waitingrooms and wait unmasked for our doses. Many PWUD
were already confused about the reality of COVID-19, and clinics were reinforcing their confusion. The
clinicsactedinline with their corporate model that reduced our treatment to a profit motive---we are
nothing buta commodity tothem.

Urban Survivors led the charge for the implantation of relaxed federal methadone guidelines required to
keep ussafe during COVID-19. We knew that the bottom would not fall outif methadone was treated
like any other medication. The fearthat these relaxed guidelines would lead to uncontrollable diversion
and overdose came to nothing. Urban Survivors Union championed the relaxed take home guidelines
suggested by the Substance Abuse and Mental Health Administration (SAMHSA). Ouropen letterin
support of these guidelines and furtherreforms, which was signed on to by organizations at the highest
levels of drug policy and the recovery community and covered by multiple mediaoutlets, secured our
place at the table.

This manifestowould not be complete without addressing the criminal injustice system. Many of our
members are sittingin jailsand prisons right now, forced to undergo painful and humiliating detoxina
cage withoutour prescribed medication. Too many of us live the stories told of correctional officers
laughing while our cellmates begforhelp and we risk death from dehydration and aspiration. Drug
courts and jails torture PWUD and justify this torture as necessary.

We demand thatclinics eliminate the deadly culture of cruelty and implement only the bare minimum
of federal and state regulations. People on methadone must become active decision makersintheir
treatmentenvironmentand ourtreatment goals must be respected. Abstinence isnotthe only
indicator of success. Successful treatment must always be measured by our behavior, not the chemical
content of our urine.

Methadone is the most optimal treatment legally available for those diagnosed with opioid use disorder
(OUD) in the United States. Asan OUD treatment, it significantly reduces the risk of overdose, HIV and
HCV infection, and general morbidity and mortality. Yet, althoughin 2019, approximately 1.6 million
people met the diagnosticcriteriafor OUD inthe U.S., and these numbers are increasing, only 408,550
people received methadonetreatment.<7> Even during a fentanyl crisis, an overdosecrisis,and a
worldwide COVID-19 pandemicwhich exacerbates these problems, adraconian patchwork of federal



and state regulations and methadone program protocols present punitive barriers to care which keep
uptake and retentionlow. Inthis collaborative living document, Urban Survivors Union, the national
drug users unioninthe United States, envisions models of low-barrier methadone dispensing which
could make it available toamuch broader swathe of PWUD.

Ultimately, ourgoal is the elimination of the clinicsystem. Methadone dispensing should not be limited
to tertiary healthcare sites, and ample evidence from Canada, Europe, and Australiademonstrates the
efficacy of pharmacy and primary care dispensing models.

However, throughout the majority of this document, we go over the failings of the current systemand
outline specificsteps clinics can take to improve, even barring major policy change. We discuss punitive
responsesto urine drug screenings, time consuming mandated individual and group counseling, high
barriers to take-home dose provision, stringent admission criteriaand arduous intake processes, dose
capping, onerous clinic costs and charging practices, transportation difficulties, lockbox requirements,
limited dosing hours, accelerated tapering schedules for administrative discharge, and lack of patient
autonomy indetermining treatment plans, among other problems. We also analyze the methadone
clinicsystemusinganintersectional framework, identifying racial disparities in treatmentas well as
particular difficulties groups such as disabled people, houseless people, pregnantand parenting people,
and sex workers experience accessing care. Finally, we point out how drug courts and institutional
settings can deprive PWUD of methadone access and we suggest methadonereform appropriatefor
COVID-19conditions. We make detailed recommendations for more accessible and humane care in each
problemarea.

In sum, we encourage clinics to adhere to the bare minimum of federal and state regulationsin orderto
provide unimpeded access to life-saving methadone treatmentfor the largest number of PWUD possible.

The COVID-19 pandemichas disproportionately affected people who use drugs (PWUD), who are at high
risk of negative health consequences fromthe disease, including hospitalization and mortality.<8> In
this pandemic, itis critical to rememberthat we are still in the midst of an overdose crisis. PWUD also
face the introduction of an entirely new range of syntheticdrugsinto theillicitdrug supply, leaving us
unable to protect ourselves. Since 1999, 770,000 people have died from drugoverdose inthe United
States, with over 70,000 overdose deathsin 2019 alone.<9> More recent data indicates approximately
81,230 overdose deaths from May 2019 to May 2020; the highestnumbereverrecordedin the United
States duringa 12-month period.<10> This represents a catastrophicdeath toll, including many
potentially preventable casualties. Moreover, these numbers only capture overdose rates. HIV<11> and
HCV<12> rates are alsorising steadily among PWUD, and we can only guess at the broaderdeath toll
associated with injection-related infections and otherinjuries connected to the Drug War.

Methadone maintenance treatment (MMT), reduces overdose rates as well as providing people who use
opioids the opportunity forlong-term stability and growth.<13> It has been shown to reduce hepatitis C
transmission by as much as 50%,<14> and itlowersinjection-related HIV risk--- newer evidence even
demonstrates that MMT is associated with more days spent with an HIV viral load below 1500



copies/mL.<15> Methadone isthe is the most optimal treatment legally available for problematic opioid
use inthe United States. Its efficacy as a life-saving drugis supported by decades of data.

<16> ,<17> ,<18> ,<19>,<20> ,<21> ,<22> Shiftingfromrelyingonan unstable and poisoned drug
supply, risking arrest, and experiencing chaoticuse to stable, legal dosingis a catalyst for broad psycho -
social improvements for many people.<23> Although methadone hasalso been proven asone of the
most cost-effective treatments forthose diagnosed with OUD,<24> ,<25> itisunpopularamongsome
PWUD and consistently hamstrung by low rates of uptake and retention.<26> Inthe United States, 1.6
million people were estimated to meet the diagnosticcriteriafor OUD in 2019, and these numbers are
currentlyincreasing. However, in 2019, only 408,550 people received methadonetreatmentinthe
United States. Since MMT is associated with reduced rates of overdose, arrest, and transmission of
viruses, its poor use rates represent asignificant publichealth problem.

Despite methadone’s efficacy, methadone clinics and their policies are killing PWUD by insisting on
severe barrierstotreatment,<27>,<28> though patientsatisfactionisasignificant predictor of
treatment programretention.<29> In orderto preventfurtherloss fromthe overdose crisis, the MMT
system must dismantle barriers to access for the vast majority of PWUD.<30> We have a rightto
healthcare. We should not have to “earn” it, nor die by overdose when we “fail” by design.

Drug policyinthe United States has neverbeen about protecting people from the harms of substance
use but has instead served to marginalize population groups.<31>,<32> ,<33> ,<34> The currentsystem
criminalizes PWUD, demands that people who use opioids experience extensive suffering, and
perpetuates aculture of cruelty. The current abstinence-based mechanism has no middle ground;<35>
people are expected to be fully well (abstinent) or fully sick (experi encing chaoticuse). Thisrigid dualism
isnot realistic.<36>,<37> Many people have the capacity tolive theirlives while using
substances,<38>,<39> but simplylack the opportunity to do so, forcingthem towards chaotic use.
PWUD are regularly treated like children with little agency; we are ignored, rarely taken seriously, and
deemed unworthy of making decisions for ourselves.

We need acomplete overhaul of the present drug treatment system, which is largely criticized by
scientificand empirical evidence.<40> PWUD and theirfamilies have been manipulated, misled, and
mistreated by astructure basedin fear, moralism, and outdated science. Thisis ourcall for truth,
reconciliation, and restorativejusticeto ensure the continued rehabilitation of the collective health of
PWUD. PWUD have endured widespread blame, mistreatment, and loss of freedom, all leading to
endemicself-hatred and continued cycles of self-destruction.

Urban Survivors Union (USU) is the only national drug userunioninthe United States. We have four
chaptersand over thirty affiliate groups made up of people who use drugs, peopleinthe sex trades, and
people who have beentargeted by the war on drugs. We believethose closest to the problem are best
suited toidentify solutions. We willnot be sidelined and silenced as the nation’s collectivedrug user
voice while hundreds of thousands of our peers, family, and loved ones die. We will not sit backin the
midst of a global pandemic, afentanyl crisis, and an overdose epidemicwhile clinics underminethe
rights and health of PWUD. With the death toll climbingas a result of COVID-19increasing overdose risk
and with fentanyl and analogues that are created to compete with prohibitionary laws further
contaminatingthe drugsupply, drug users demand that health officials honestly assess and improve our
failed drugtreatment system and give us aseat at that table.



Ultimately, we believe the methadone clinicsystem should be eliminated. Methadone dispensingin the
United States should not be limited to tertiary healthcare sites. This system has led to too many punitive
obstructions to access. Rather, methadone patients should be able to choose to receive treatment
through primary care prescription, pharmacy dispensing, or clinics. However, until we achieve such
meaningful choice for American methadone patients, there are many steps that can be taken to
ameliorate the currentsituation. Through the remainder of this document, we will outline the failures of
the current system and propose easy, sustainable, and safe harm reduction solutions forreforming
methadone treatment.

Research shows that clinics regularly withhold access to methadone as aform of punishment,<41>
putting people atrisk fora multitude of negative outcomes.<42>,<43> There are no othersystemsin
society in which people with amedical condition are at constant risk of being pulled off their medication
and forced intowithdrawal. Thisis aviolation of human rights and the Hippocraticoath. Methadone
clinics create a culture of cruelty, suspicion,and antagonismin which patients are guilty until proven
innocent.

The methadone treatment system currently stands detached from true patient success, which should be
defined asthe reduction of harmin each patient’slifein aself-defined way. We need to push back
againstthe ideathat patients must earn theirrightto opioid agonist treatment by following one
prescribed path. This clinicideology proves that opioid dependence is still being treated with moral
censure.<44>

Moreover, cutting someone off methadone precipitously is aform of torture, as the drugis long-acting
and leads to painful withdrawalthat can last for months.<45> ,<46> We need stronger protection for
patientsto preventthem from beingdischarged and tapered off too quickly for not being abstinent from
illicitorlicitdrugs, breaking bureaucraticclinicrules, orsimply fornot beingable to pay fees. Clinics
should only discharge patients forviolence against others, and eventhenthe process of taperingthem
off should be longand humane. Patent health must always be prioritized above the profit motive or
punitive moralism.

All this considered, anumber of barriers to treatment existin the current system, including:

Patientsshould be judged ontheirbehavior ratherthan the content of chemicalsintheirsystem.
Punishmenttied to toxicology resultsis notassociated with positive outcomes.<47>,<48> Patients may
also experience hostility from clinicstaff based on urinalysis ordrug swab results. Thisis a clearindicator
of a systembuiltonthe needforcontrol and regulation, as compared to a basis of health, dignity, and
respect.<49>

If chaotic behavioris noted, there are multiple factors that could be the cause of such behavioroutside
of the substance content of a patient's urine. Personal relationships, job difficulties, family issues, and
underlying health conditions<50> may all play a partina patient’s behavior, justas they doforany



person. When people in environments outside the methadone clinicare seen exhibiting behavior that
may be viewed as chaoticor “off,” an observer’s explanation for such behavioris rarelyimmediately
illegal substance use. The might of the clinichas created a power dynamic in which patients are at the
mercy of the institution to interpret theiractions andintentions, usingthatinterpretation toinform
patientcare.

Many clinics institute monitored weekly drug testing, despite federal regulation calling fordrug
screeningonly eight times peryear.<51> A number of clinics own theirtestinglabs, so they simply bill
themselves forthe excessive drugtests and labor.<52>,<53> ,<54> Toxicology screening and analysis
representasubstantial expenseassociated with MAT, and its elimination would dramatically reduce
overall treatment cost.<55> Itfrequently falls on the patient to contest a false positive, revealing
massive oversight onthe part of the clinic. Finally, observed drugtestingis humiliating, as peopleare
often observed during urinetesting by staff and other clients.<56> Observed specimen collection may
alsore-traumatize patients who have experienced physical and psychological trauma.<57>

Furthermore, the clinicpractice of livestreaming urine toxicology scre enings for clinic staff members to
monitoris a violation of privacy and a security risk. As we have all seenjustinthe last few months,<58>
the technology used in camerasurveillance has been exploited time aftertime. The Verkada hack alone
showed us that hospitals, jails,<59> banks and schools are all vulnerable. How can we trust that opioid
treatment programs are not opento the same hacks? Methadone programs claimthe urine screenings
are simply observed overlivevideo and notrecorded, but that does not mean the footage is not
obtainable through such hacks. The ideathat programs would be willing to risk exposing an already
stigmatized group of people to even more trauma and humiliation, breaching HIPPA (the Health
Insurance Portability and Accountability Act) and federal confidentiality requirements for OTPs (42 C.F.R.
§2), all in the name of stoppingdiversion, is chilling evidence of the clinicculture of cruelty. As
advocates, we have observed clinicstaff in groups watching such livestreams in violation of policies
mandatingonly one observer. In some instances, staff made degrading comments about patient’s
bodies, particularly the bodies of trans people. Such exposure is potentially retraumatizing for disabled
people, trans people, sex workers and trafficking survivors who have been filmed against their will or
had theirfilmed content pirated, and many others.

Until toxicology requirements are eliminated, to meet current federal regulatory standards, clinics
should utilize saliva/oral fluid/swab testing, a much less invasive form of drug screening which can
provide immediate results. Positive results should never occasion punitiveaction on the part of the
clinic---e.g., the suspension of take-home dosing. Instead, toxicology results should merely be one factor
among many to inform discussion between patient and staff on the individual’s treatment plan. The only
time that drasticconsequences should followthe result of adrug screenis when the patient tests
negative formethadone itself. In such a case, the possibility that the patient has reduced or no tolerance
to methadone posesasignificantrisk should the patient be dosed as usual. In this situation, the
patient’s dose should be temporarily reduced while peak and trough testingisimmediately conducted.

According to SAMHSA guidelines, requiring patients to carry a lockbox can potentially advertise the fact
that the patientis carryinga large amount of methadone oranotheritem of value. Thus, it not only
violates their confidentiality, it also endangers them.<60> There is no scientificevidence tying this



mechanism to positive outcomes. Instead, it forces patients to procure additional funds to access their
medication.

Response to Drug Use and “Drug Seeking Behavior”

People should neverbe discharged for using drugs, as drug use is not an inherently negative action. Drug
seeking behaviorshould be viewed as the result of an unstable dose and treated as such.<61> Clinicians
and counselors should collaborate with patients to adjust dosingand address patients’ unmet needs
appropriately.<62> Patients should personally set goals forimproving their substance use ontheirown
terms, ratherthan beingviewed through the binary of abstinenceorfailure.

Usinga patient’s dose as a punitive tool to force compliance with clinicrules (e.g. patients unable to
produce a urine specimen are made tositand drink water until they are able to do so, without being
dosed until then) isanotherexample of clinics abusing their power. Forcing patientsinto doing what is
required of them by withholding their medication, denying it to them if/when they are unable to comply,
isa blatanthuman rights violation which would not be acceptable in any otherfield of medicine.
Dangers are inherentin cutting someone off their medication, including increased risk of withdrawal and
subsequentoverdose.

The intake process must be shortened, orat least broken up into more manageable sections overa
period of days. The current system forces prospective patients, who are likely experiencing acute
withdrawal, to answer repetitive questions for five to six hours before they can take their medicine,
despite SAMHSA guidelines recommending efficiency in the intake process.<63> Also, many questions
are unnecessary and/oroutdated, and add nothing of inherent value to the patient’s treatment.

Methadone clinicdosing hours differwidely from clinicto clinicand sometimes change from one month
to the next. SAMHSA’s Federal Guidelines for Opioid Treatment Programs states that clinics must
“[p]rovide services during hours that meet the needs of the overwhelming majority of patients, which
includes hours outside of the traditional 8:00a.m. to 5:00 p.m. Monday through Friday work
schedule.”<64> However, many clinics only offer limited morning dosing, with some goingsofaras to
only offer5a.m.to 7 a.m. dosing on weekends.

Clinichours are usually determined without any buy-in from the peoplethe clinicserves. Dosing hours
are designed based on clinics’ assumptions of what clients need or want, or based simply on staff and
management convenience. Thisis highly problematicfor many patients who find that their daily routine
and employment obligations are curtailed by the need to attend during limited dosing hours. Clinics
mustadopt new practices, such as interviewing their participants on what hours best suitthemand
accordingly arranging those hours of operation. Low-threshold clinics with expanded hours of operation
report higher patient satisfaction.<65>,<66>

The substantial distances that many patients must travel to access treatmentrepresents atremendous
barrier<67>,<68> that limits accessto treatmentfor patients who do notown cars or live in major
metropolitan areas. Currently, only patients enrolled in Medicaid or state Medicaid expansion programs



are able to access transportation assistance.<69> Even these patients must often make aspecial
requestfortransportation through their primary care office by listing avalid medical reason for being
unable to use publictransportation, even when noviable publictransportationis available toreach the
clinic’slocation. Exceptions are only made on a case-by-case basis if the patientlives over 50 miles away
fromthe nearest clinic.<70> Moreover, the driving companies contracted by transportation brokers for
state or federal medical insurance to arrange these rides are notorious for fraudulent billing
practices;<71>,<72> ,<73> ,<74> ,<75> ,<76> ,<77> ,<78> ,<79> ,<80> ,<81>,<82> little oversightin
hiring, often exposing patients to sexual and verbal abuse by drivers;<83> and overloading transport
schedulesfor profit, thus adding hours of travel time to patients’ days, placingthem in overcrowded
vehiclesin unsafe conditions, and forcing them to risk car accidents<84> invehicles which are speeding
to make appointmenttimes. These circumstances also exacerbate COVID-19transmission riskamong
PWUD tryingto access the clinic, many of whom may be at higherrisk of complicationsif they contract
thevirus.

Cost

While Medicaid expansion programs and Medicaid coverthe cost of services offered at many clinics,
many independently charge for take-home doses. Patients who are suddenly unable to pay are often left
without medication forthose days, orthey are only allowed to “charge” a few days’ worth of doses.
Some clinics do not even allow charging, leaving those unable to afford payment with no choice butto
go without medication on daysthe clinicis closed. If they are still unable to pay after this point, they are
forcedintoa financial detox, duringwhich their dose is drastically and quickly lowered. This practice
essentially pushes patients towards the use of street opioids and increased overdoserisk as punishment
for theirindigence.<85>,<86> ,<87> Federal guidelines clearly state that no patientshould be
discharged from any facility whilethey are physically dependent on methadone orany other medication
approved foruseinopioid agonist treatment unlessthe clientis provided the opportunity to detox from
the drug.<88> The accelerated tapering schedule clinics employ to financially detox patients does not
meetthese standards: it does not allow patients to detox sufficiently from long-acting opioids like
methadone, leavingthem in a state of physical withdrawal which can last for months.

Many clinics’ benzodiazepine policyis punitive (e.g. if someone tests positive for benzodiazepines
[“benzos”], many clinics limit their dose to 40mg; if someone not prescribed benzos tests positive for
them, theirdose isimmediately dropped to 40mgand will not be increased until the patient tests
negative forbenzos). In many clinics, even patients with legitimate benzodiaze pi ne prescriptions are
prohibited from earning take-home privileges, and are not allowed the opportunity to find a stable dose.

Clinics should not continue to push every patient towards the same antiquated practices (e.g. 12-step
and abstinence-based treatment)<89>,<90> regardless of theirindividual goals. Abstinence-based
treatmentassumesthatall people seekingdrugtreatment have the desireto stop usingdrugs and to
remain completely substance-free. A person who expresses any other treatment goal is often told they



are notready fortreatmentand subsequently denied access. Meanwhile, the multibillion-dollar drug
treatmentindustry remains unmoved as people who use opioids chaotically fall prey to deceptive
marketing practices that preach abstinence as the only real route to recovery, exposingthemto
incredible overdose risk when they relapse.<91> Instead of exclusively promoting this failed, deadly
abstinence model, clinictreatment should be an opportunity toimplement harmreduction and patient-
centered practices.

Our experiencesinthe field and our discussions with hundreds of methadone patients reveal that
treatment plansrarely reflect patient goals.<92> In fact, many treatment plans are written for us by
cliniccounselors. We are asked to sign them without even knowing what we are signing, often with our
dose forthat day heldinthe balance.

Patientautonomy should be a primary goal of every clinic, as the ethics and efficacy of coercive
rehabilitation are highly questionable.<93> Treatment plans must be personalized to the patient's self-
assessed needs.<94> Each patientshould be able to come up with theirown planfor abstinence or
moderation. Patients must be involved inthe creation of theirtreatment plan, aswell astheirlong-and
short-term goals, and be given the opportunity to periodically reevaluate and adjust these goals to
reflecttheirindividual strengths, barriers, and needs. Prioritization of patients’ raised concerns and
observations should be avital part of this practice. A relationship of trust between patients and the
clinicmust be established to ensure asuccessful treatment experience.

A counselor’srole should be limited to that of a resource in creatingan individualized treatment plan.
While a patient may bounce ideas off the counselorand receive assistance with the organizational
aspects of their case, the counselor should notintervene beyond supporting the patient’sideasand
goals. The counselorshould not make statements which dictate or control the patient's plan for
themselves.

Clinics should proactively generateinfrastructure for a patient advisory council so that patientscan
collectively advocate fortheirrights. Theseadvisory councils should have meaningful decision-making
powerand oversight of quality of care. In addition, patients should be able to coordinate and facilitate
patient-only peersupport groups. The establishment of these entities should be prioritized at all clinics.
Additionally, patients should be made aware, and frequently reminded of the process forfiling
complaints and official grievances. Patients should receive support, not reprisal, when this grievance
processis utilized.

Although drug courts are often touted as progressive alternatives to more punitive models of criminal
justice, theyare notbased on a publichealth approach to substance use. Rather, as part of the criminal
justice system, drug courts utilize the notion that people who use drugs are both ‘bad’ and ‘sick’ to
justify acoercive, abstinence-based modelthat often harms ratherthan helps people who use drugs. For
example, drug courts require that participants plead guilty to theirinitial charge ratherthan optfor a
lighter sentencethrough pleabargaining —this can then be usedto apply harshersentencesto



individuals who “relapse” while on the program, a common outcome for people who are dependenton
opioids.<95>

Despite overwhelming evidence in support of opioid agonist treatment such as methadone, arecent
study found that only 50% of drug courts made any type of agonist therapy available to opioid-
dependentindividuals and only 26% offered methadone maintenance treatment (MMT) as an
option.<96> Findings also showed that court officials often maintained negative views of MMT,
includingthe beliefthatitinterferes with the ability to drive a car and “rewards criminals for being drug
users.”<97> Drug courts also place healthcare decisions primarilyin the hands of attorneys and judges,
rather than substance use professionals, allowing them to make decisions based on theirown personal
beliefs ratherthan clearly established evidence. For example, when a California drug court judge who
believed that methadonefails to “break the cycle of addiction” required a defendant to stop MMT
against hisown wishes and those of his doctor, that defendant died two months laterof aheroin-
involved overdose.<98>

As a drug users union and a methadone advocacy team, we categorically oppose the criminalization of
drug users, even through diversion programs which purportto be kinder, gentler carceral systems, the
way drug courts disingenuously brand themselves. As such, we call foran end to the use of drug courts
and theirreplacement with non-carceral approaches to addressing substance use. However, whiledrug
courts continue to exist, they must not be allowed to make medical decisions for participants on the
best course of drugtreatment forthem. Drug courts should maintain close ties with local methadone
clinicsinorderto fasttrack participantsintotheirtreatment.

These courts must not be able to hold suspended sentences over defendants’ heads, throwing them
back intojail if they test positive in drug screens. The broad consensus among even abstinence -based
drug treatment professionalsis that “relapse” is anormal part of recovery. If we accept eventhis less
progressive model, then punishing people for going through a standard stage intheirrecovery process
seems ludicrous and cruel. Right now especially, when jails and prisons are high risk environments for
COVID-19transmission, itisa humanrights violation to condemn drug court participantsto that perilin
a settingwhere thereisalsolikely no evidence-based drug treatment available to them.

Itiscruel and unusual thatincarcerated people on methadoneare denied their medication and forced
intowithdrawal,<99>,<100> ,<101> despite OAT’s provensuccess as aninterventionin criminal justice
settings.<102>,<103> ,<104> Thisisespecially concerning given the many opioid withdrawal-related
deathsthat have occurredinlockups and jails because of easily preventable issues such as
dehydration.<105>,<106> ,<107> Individuals who are dependent on opioids should have the
opportunity to start or continue treatment when incarcerated, rather than suffering through withdrawal
inlockups, jails, and prisons.

Patients who use opioids and are incarcerated, oradmitted to a hospital orotherinstitution, should be
evaluated forwithdrawal symptoms. They should be given the option toreceive methadone if
appropriate based on theirsymptoms. Patients who are also experiencing severe pain should be treated



for both theirwithdrawal symptoms and their pain, especially since such individuals likely have a high
tolerance foropioids.

There should not be restrictions on patients’ doses (e.g. maximum cap, blind dosing, financial
detox).<108> Clinics enforcinga maximum dosing cap are denying patients the right to be medicated
toward a state of comfort and function.<109> Treatmentatlessthana patient’s optimal dosedoes not
prevent withdrawal and often encourages supplementation with polluted, illicit street supply.<110>

Higherstarting doses, based on patients’ self-reported needs, resultin the fewest negative outcomes,
including mortality.<111>,<112> ,<113> ,<114> ,<115> ,<116>

Those terminated due to the inability to make payments (i.e. involuntarily discharged or placed on
financial detox)are subject to chaoticchoices because they must seek alternative sources of medication
inorder to remain functional. The resulting source is oftenillicit supply thatis highly polluted, unstable,
illegal, and thus extremely dangerous.<117>,<118> ,<119> This is particularly so during the pandemic,
as COVID-19interferes withillicit drug marketinfrastructure,<120>,<121> causingadditional reliance
on syntheticopioids, such asfentanyl, and potentially poisonous cuts, such as procaine.<122>

Lastly, the brand of methadone offered by clinicsis subject to change without notice, leaving patientsin
a constantly powerless position.<123> The efficacy of particularbrands, such as Methadose, vary
dependingon the patient. This can lead to instability in dose efficacy and encourage risky behaviorto
fend off withdrawal symptoms.<124>

Take home doses have been shown toimprove outcomes.<125> Specifically, increased access to take-

home medication helps patients maintain employment without having to worry about budgeting time
for longlines, unscheduled meetings with prescribing doctors, and random urine screens.

In an efforttoincrease access to methadone take homes, we recommend elimination of two practices.
First, lock boxes have notbeen provento protect medication from non-prescribed individuals, but
rather advertise a patient’s participationin MAT.<126> No other medicationincluding more short-
actingopioids, isrequired to be transported vialockbox. Secondly, bottle return requirements for take
home doses are punitive and unnecessary. We understand that federal regulations mandate the
creation of a diversion control plan for each opioid treatment program as part of its quality assurance
plan, but bottle return requirements as provisions within these plans are arbitrary (42 C.F.R.8.12 (c)
(2)).Thereisnoevidencethatthese requirementsimprove patient health, but they do create additional
barriersto treatment.

Secondly, we believe that take-home dosing should not be limited to those with alongtrack record of
negative drugtests, norshould they be suspended for positive drug tests. There is not much data yeton
how clinics have implemented relaxed SAMHSA guidelines during COVID-19and dispensed take-homes



to large numbers of patients who might not otherwise quality forthem, but it seems so farthat there
have been nodramaticincreasesin eitherdiversion oroverdoseas a result.<127>

Clinicstaff should be required to participate in overdose and naloxonetraining. Additionally, training
must be offeredto patients, and injectableand nasal naloxone supplied without charge. However, many
clinics have adopted mandatory training as another opportunity to punitively mandate time-consuming
classes which they can then bill to Medicaid expansion or private health plans.<128> Clinics should offer
voluntary training by harm reduction contractors, as well as naloxone distribution, so as to encourage
saferuse but not punish patients who choose not to participate.

Patients should not be discharged from a program designed to help them stop using drugs for using
drugs. Instead, the clinicshould respond toillicit use by reevaluating patients’ treatment plan and
dosing. Since itis known that higher doses of methadone resultin fewerincidents of illicit
use,<129> ,<130> anincreaseindose should be considered and discussed with the patient.

There should be no forced individual or group counseling as the evidence simply does not demonstrate
that counseling contributes to positive outcomes.<131>,<132> ,<133> ,<134> Additionally, atrusting
relationship cannot be formed with counselors because they often are the same peoplewho conduct
urinalysis screenings and/orenforce punitive bureaucraticconsequences. As such, the relationship feels
far more like one with a probation officerthan with a medical professional. Despite these facts, federal
guidelines require two counseling sessions per month during the first year of treatment, and one
counseling session permonth forall subsequentyears,<135> and Medicaid and Medicare recently
expanded therapeuticand group requirements.<136> Policy must eliminate this barrierto treatment
and focus on the true cause of positive outcomes: properly dosed medication.<137>

Methadone isthe bestand safest option for people with opioid use disorder during pregnancy and
breast/chestfeeding.<138>,<139> Resultsare difficult to quantify, butthere is some indication that
when a pregnant person withdraws from opioids, it may causes the uterus to contract and may bringon
miscarriage or premature birth,<140> especiallyinthe first trimester.<141> Methadone’s ability to
prevent withdrawal symptoms helps pregnant people better manage problematicopioid use while
avoiding health risks to both pregnant people and their babies. By blocking cyclicwithdrawal symptoms
associated with short-acting opioids, opioid agonist treatment can provide a more stabilized intrauterine
environment.<142>,<143>

Acute detoxification/ medically supervised withdrawal is also contraindicated during pregnancy because
the chancesof returningtoillicit opioid use for pregnant patients range from 59 to 99%.<144> ,<145>

Due to increased tolerance, the risk of overdoseis much higher after detox, threatening both the
pregnant person andthe fetus.

People on MMT can still breastfeed and should be encouraged to do so. Research has shown that the
benefits of breastfeeding outweigh the effects of the small amount of methadonethat enters the breast
milk.<146>,<147> Numerous studies have demonstrated a strongassociation between breastfeeding



and improved NAS (neonatal abstinence syndrome) symptomsin infants, with areductionin need for
infant opioid tapering and shortened hospitalizations.<148>,<149> ,<150> |n addition, there are
benefits such as strengthened parent-child bonding and increased parent self-esteem.<151> These
factors are invaluable to both parentand baby, especiallyin the daysimmediately following delivery,
when stressesrelated to the stigmaand bias from pediatricdoctors, nurses, and other medical staff
surrounding parents on methadone are often so blatant.

Pregnant patients face stigma within the methadone system and are too often leftto theirown devices
whenitcomesto education, support, resources, and pregnancy centered care. In ourexperience,
methadone programs also often neglect to adequately advocatefor pregnant patients dealing with
stigmatizing and dangerously misinformed practices by medical providers or child welfare se rvices
because of their methadone treatment.

The needs of pregnant patients must be met with willingness, compassion and genuine interest by staff
that are adequately educated and trained on up-to-date evidence-based practices for methadone and
pregnancy. OTPs have a responsibility to pregnant patients toimplement adequate programs and offer
resourcesthatfocus on support, education and awarenessin all areas of pregnancy and delivery. This
includes networking with local OBGYNs and hospitals to ensure healthy, positive, and supportive
experiences of pregnancy and delivery. Itis extremely important to also hold space in OTPs to assist
pregnant patients on hospital issues around mandatory reporting of neonataldrug use and possible
child separationviachild welfare services that can arise during the critical first days after delivery and up
until the babyis discharged.

Parenting patients receiving methadone agonist therapy make up a significant part of the MMT
populationinthe U.S. With this group of individuals come very specificand unique needs foraccess to
MMT, retention withinthe program, and both individual- and family- centered progression.<152>
Unfortunately, these needs are often underprioritized.

Usually, itis only during pregnancy that the parenting patient’s needs are prioritized. However, thisis
not motivated by concern forthe childbearing patient’s wellbeing but rathertheirwellbeingin relation
to theirfetus. Forexample, clinics will not discharge a patient during the perinatal period regardless of
compliance orability to pay for treatment services. Yetif the balance is not brought current once the
babyis born, the childbearing parent will often be financially discharged during the postpartum period, a
time whenthey are significantly more likely to sufferfrom depression, anxiety, and postpartum
mortality.

Parenting patients face barriers to treatmentincluding but not limited to transportation, childcare,
additional financial costs, legal or family court cases, open child welfare cases, housing, and educational
needs.<153> Allthese issues have the potentialto heavily impact the parenting patient’s ability to
maintain theirautonomy and success in methadone treatment.<154>

Many clinics do allow childreninto the building with parents as they line up to dose while barringthem
fromthe dosing window itself. Qualitative research seems to associate those who practice notallowing
children onthe premises with problems of retention for parenting patients.<155> We would
recommend thatclinics further support parents by not only allowing childreninto the building, but also
providing free childcare on site for patients —something parenting patients have also suggestedin



qualitative research.<156> Navigatinglonglines, toxicology screenings, counseling appointments, and
dosing can be difficult enough without also having to tow one’s children alongto do so, and as patients
and advocates we have observed that parents can be scapegoated fortheirrestless children’s
behavioral issues by both staff and other patients.

Parents are one of many groups of patients with unique socioeconomicand psychosocial circumstances
that influencetreatment needs. Currently, parenting patients’ needs are notseeninthe clinicsystemas
the impactful and weighted entities that the data shows they are. There must be an authenticand
genuine focus on ancillary services centered on the socioeconomicand psychosocial needs of parenting
patients.

For one, clinics should create infrastructure for non-mandated, patient-led parenting support groupsin
which parents can draw strength and resources from the community, while also allowing this population
easy access to a wide array of additionally supportive, non-coercive services. Research has also
suggested thatintegrated programs for parents and children in treatmentincrease patient retention and
can provide long-term benefits, which we also recommend on anon-mandated service

basis.<157> ,<158> ,<159>

Parenting patients can sufferfrom clinic-initiated intervention from child protective services, which
often lead to negative outcomes for both patients and their children.

SAMHSA Treatment Improvement Protocols from 2000<160> discuss a child abuse mandated reporting
exceptiontofederal regulations ensuring opioid treatment program patient confidentiality without
explicitwritten consent from a patient (42 C.F.R. §2). This exception applies only toinitialreports of
child abuse or neglect. Opioid treatment programs may not respond to follow up requests from child
protective serviceagencies or subpoenas from courts, even if documents are requestedin relation to
civil orcriminal court proceedings stemming from the opioid treatment program’sinitial report. In
makingthe initial report of suspected abuse to a child protective service agency or other designated
agency, the OTP staff membershould provide only the basicinformation required by state mandatory
reporting law. The OTP staff person may give theirname and the name of the program, and if the law
requiresit, they must. No otherinformation should be disclosed without the client's written consent.

Though this TIP chapter was written 20 years before the protections of 42 C.F.R. §2 were significantly
eroded as part of the CARES Act, nothinginthe recentchangesto 42 C.F.R. §2 protections of opioid
treatment program patient confidentiality seems to apply to the restrictions on mandated reporting
referred toabove.<161>

However, in ourexperiences as methadone patientadvocates, we have witnessed overbroad
interpretations of eventhese narrow reporting requirements. Forexample, one methadone advocate
heard from a poor mother of colorreported to herstate’s child protective service agency by herclinic
for not fulfilling bottle return requirements on hertake-home dose bottles-—in away which did not
allow herchildrenany access to the take home dose bottles orendangertheminany way. This practice
of hasty reportingis made all the more complicated by the fact that states have wildly differing laws on
whether neonatal drug use or parental druguse in general in and of themselves constitute child abuse
or neglect.<162>



When evaluating clinicreporting of parenting patients to child protective service agencies, itis
importantto considerdatafroma 2017 meta-analysis of 44 articles.<163> The meta-analysisfound that
in 73% of the studies, mandatory reporter participants mentioned negative experiences with the
reporting process, including adverse child outcomes: the child was notremoved from harm and the
abuse continued orintensified; the child was removed from harm but the foster care environment was
worse than the family-of-origin environment; and child death followed areportor beingremoved from
the family of origin. A 2016 study using data fromthe nationally representative 2011-2012 National
Survey of Children’s Health concludes that children in foster care are much more likely to experience
depression and anxiety, learning disabilities, speech problems, hearing and vision

problems, developmental delays, asthma, attention-deficit/hyperactivity disorder (ADHD), and many
otherhealthissuesthan children living with 2 biological parents and children living with never-married
biological single mothers.<164> The fate a mandated reporter often leadsachildinto may not be the
one they envisioned forthat child when they first decided tointervene.

Ourrecommendationisforclinics to take into account the long history of the violation of reproductive
rights of racialized people and PWUD, especially PWUD of color.<165> ,<166> Clinics should create
technical assistance and training programs for their staff designed and led by organizations such as
Movement for Family Power and the Bronx Defenders, teaching their staff to reflect on how definitions
of abuse can be colored by cultural differences and perceptions of criminality.

Methadone is often racially coded as an opioid agonist treatment for long-term opioid usersin urban
communities of colorwhilebuprenorphine is constructed as atreatment for middle -class white
suburban opioid users with shortillicit opioids use careers. Infact, ina 2016 cross-sectional study of
3142 countiesorregionsinthe U.S., counties with highly segregated African American and Latinx
communities had more facilities to provide methadone per capita, while counties with highly segregated
white communities had more facilities to provide buprenorphine per capita.<167> Many smaller studies
alsodemonstrate an association between buprenorphine availability and white, high-income
neighborhoods and methadone availability and lower-income neighborhoods populated by people of
color.<168> ,<169> ,<170>

But even beyondthis racist, classist binary, thereare racial disparities within methadone treatment
itself. Forexample, urinalysisis notapplied equally to all patients--one study found that Black patients
were more likely to receive urinalysis than white patients (10.4%vs. 4.1%)<171> while anotherstudy
demonstrated thatamongthe subset of patients who had at least one urinalysis test, Black patients
underwentasignificantly highernumber of such tests.<172>

Early studies also showed that clinics which serve a higher number of Black patients are more likely to
dispense less efficacious doses below 60 mgs.<173> ,<174> |n fact, these clinics were also more likely to
have patientson doses below 40 mgs and less likely to have patients on doses above 80 mgs.<175>
Urban clinics which serve a higher percentage of Black patients were hypothesized to often be under-
resourced when it comesto staff and funding. Thus, they may be less likely to keep up with best
practices or to have the capacity to afford training or educational sessions that could improve their
practices. Thereis also a paucity of recent research on this topic. As such, it isimperative for researchers
to gatherdata that examines this gap.



Thus, evidence demonstrates that Black patients experience more of the barriers to methadone
retention and treatment efficacy than other patients, while also enduring more surveillance from the
clinicsystem. In orderto effectively respond, clinics should conscientiously track internal dataonrace
and drug screeningand aggressively correct racial disparities as they manifest. Black patients should also
be appointed to well-compensated positions on clinicracial equity committees orany position of
leadership within the clinicwhere they have decision-making power, in which they could help identify
furtherbarriersto care for theircommunities. Moreover, publichealth departments and state opioid
authorities shouldinvest resourcesin supportforclinicsin poorerurban areas, providing more training
and resources to help them adhere to best practices. To be clear, we support efforts to broaden access
to buprenorphineand buprenorphine/naltrexone treatment to urban communities of color, so long as
resources are alsoinvested in maintaining and broadening access to methadone inthose communities
as well.

The Americans with Disabilities Act (ADA) ensures that people with disabilities have the same rights and
opportunities aseveryoneelse. Thisincludes people diagnosed with addiction to alcohol and people
diagnosed with opioid and substance use disorders. Whilethe Americans with Disabilities Act has some
inequitable stipulations as part of their coverage, it also states that current drug users can’t be denied
health care,<176> whichisinclusive of MMT/MAT — though this has yet to be tested in the courts.<177>

The varied use of the term "disability" in the scientificliterature makesit challenging to conduct
systematicreviews of healthissues among people with disability. Utilizing general disability search terms
has been suggested as an efficient way to ensure abroad capture of the literature related to disability. A
2018 study found that there were not a lot of results when looking for the overlap between disability
and opioid use,<178> which makesitchallengingtoidentify the gapsin service accessibility of
methadone fordisabled clients.

Another 2018 study found that prescription opioid use among people with disabilities was not well
characterized, and examined opioid use, misuse, and use disorder, reason and source forlast
prescription opioid misuse, and receipt of prescription opioid treatment among people with and without
disabilities.<179> (Thisis according to this study’s definition of the terms “misuse” and “use disorders.”)
The study found that adults with disabilities were significantly more likely than adults without
disabilities to experience past year prescription opioid use (52.3% for those with disabilities compared to
32.8% of those without), misuse (4.4% compared to 3.4%), and use disorders (1.5% compared to 0.5%).
People with disabilities were significantly more likely to misuse opioids for pain and to receive opioids
froma healthcare provider. Despite this demonstration of disparities between disabled and able -bodied
individuals, the study also found that disabled people diagnosed with opioid use disorder were less likely
to receive treatmentforprescription opioid use. This carries into the methadone delivery system as well
and highlights the need forintentional expansion and increased accessibility so disabled individuals can
access methadone treatment.

There are an extremely limited number of research studies investigating the intersections of ambulatory
disability andissues with accessing methadone treatment. This sheds light on the need forthere to be
more patient-centered research thatintegrates harmreduction as a practice for integrating methadone
access to understudied communities. Despite there being limited published research, we as members of
Urban Survivors Union harbora wealth of knowledge and experience of barriers to methadone



treatment due to ambulatory disabilities. These include program locations not having ramps for
wheelchairs, bathrooms not having appropriate safeguards so that those with disabilities can safely use
the restrooms, and programs not having flexible hours to accommodate individuals that have to travel
underspecial circumstances because of their disability. We have also observed that curbside dosing
because of acute illness or disability is difficult to obtain, and the wait to be dosed is often considerable.
Itisvital that these experiences are uplifted and prioritized by programs as well as considered for future
research to improve accessibility amongst those that are in highest need for treatment.

Furthermore, people with avariety of medical conditions are ofteninaccurately interpreted as
intoxicated by clinicstaff at dosing windows. Epilepsy, high blood sugarintype 1 diabetics, and brain
injuries can all mimicalcohol intoxication, forexample. Federalregulations (42 C.F.R. § 8.12 (d)) require
that opioid treatment program staff members who dose patients with methadone be registered nurses
or othermedical professionals licensed to prescribe opioids. However, we have observed that the
medical knowledge that staff members at dosing windows employ often seems to be limited to
monitoring patients forsigns of intoxication and scoring them on the Clinical Opiate Withdrawal Scale
(COWS). We have evenseensuch failuresin judgement around mental health as methadone program
staff refusingto dose a patient because they were crying, therefore agitated and possibly high on
stimulants.

We recommend that patients who are disabled be fast-tracked through the intake process and provided
take home medication quickly to accommodate various accessibility limitations complicated by COVID-
19 and additional risk factors. We also recommend thatfor whateverin-person visits to facilities which
are necessary, all methadone program facilities be made as accessible as possible to those with mobility
issues. A council of patients with ambulatory disabilities should be hired to advise methadone programs
on development of any new facilities, and given decision making power overissues pertainingto the
buildings and grounds.

Many patients who attend opioid treatment programs do so with individuals they have existing
relationships with. Whetherthey enter the program together or connect through shared experiences
once in the program, these relationships play asignificantrole in ourlives and our opioid agonist
treatment. These relationships vary in nature from platonicto familial to intimate, each with its own
level of importance to the individuals but with many shared issues within the clinic system. Because of
common difficulties accessing transportation to clinics, sometimes these are relationships of
convenienceand necessityas people establish carpoolsin orderto be able to dose and attend
counseling appointments. Unfortunately, although all these relationships and theirdynamics vary,
considerations from the clinicstaff and policy regarding each patient and these relationships often do
not. There is a fundamental lack of effortand focus within the clinicsystem where these relationships
and theirvariations are concerned.

We have observed both members of acouple being treated punitively by methadone programsif they
believethere isaproblem with one partner’s “compliance”. One member of acouple missinga call back
for take home bottles, testing positive onadrugscreen, or missing counseling sessions or groups can
often be used by programs to respond to both patients with the same or similar disciplinary measures.
We have witnessed patients losing their take home bottles becausetheir partnerexperienced a
recurrence---justified by clinicians by federal regulations for take home eligibility criteria which mandate



the stability of the home environment and the patient’s relationships (42 C.F.R. § 8.12 (h) (4) (i)). Less
often, we have also seen these guilt-by-association tactics carried overto the treatment of friends,
family, or members of shared carpool, making retention harderforall parties.

Confidentiality and impartiality in therapeuticsettings seemto be standards that methadone programs
can adopt or discard at their convenience when it comes to thisissue. Knowledge revealed by one
partnerin confidential treatment by the cliniccan be used against---and thus disclosed to--the other
partner. And yet, methadone programs often refuseto allow couples and families to attend the same
counseling groups, doubling the burden of transportation and time commitment within a household.

As ourown experiences as patients and advocates have informed us, there are several key factors that
contribute tothe diff One important exampletofocus onis the way that programs do not separate

individuals when it comesto problematicissues, butrefuse to keep the individuals connected where it
would positively impact both theirtreatmentand theirrelationship.

It'simportantto note that we found in our attempts to locate empirical data or studies specificto this
topic--patient relationships in methadonetreatment---that thisis an area of opioid agonist treatment
research that is woefully understudied. Policies that make it difficult orimpossiblefor peopleto attend
theirclinicwith friends, partners, and children are anotheraspect of treatment thatis conspicuously
ignored by scholarly literature. These gaps not only speak to the lack of focus on how people on
methadone conceptualizeand use treatment, they also help frame peoples’ difficulties with treatment
as resulting from individuals’ willful non-compliance ratherthan due to an organizational structure that
ismisaligned to the needs of its patients. More research on how structural issues like this ne gatively
affect patients would not only help toimprove methadonetreatment, but would also help to shift the
power dynamictowards a patient-centered modelratherthan the currenttop-down approach to
treatment. We hope that more community-directed researchis conducted on these problems, and
recommend this as one of many topics for review by patient councils with true oversight over
methadone program policies.

As we have made clearthroughout this document, methadone and Opioid Agonist Treatment (OAT)
programsin general are often difficult to navigate. When trying to access OAT and treatment services,
unhoused people experience an extra layer of difficulty. The following conditions make even the
thought of trying to access opioid agonist treatment atraumaticevent: comorbidities, scarce resources
to meetbasicneeds, minimalsupport, and lack of access to specialty care. Inshort, it is nearly
impossible for personsinthe homeless population to navigate this clinical system.

Studies show that abuse, pasttrauma, and undiagnosed behavioral problems contribute to being both
unhoused and meetingthe diagnosticcriteriaforopioid use disorder (OUD).<180> Unhoused people
are at especially highrisk for meetingthe criteriaforopioid use disorders.

They are disproportionately affected by the overdosecrisis, experiencing overdose rates up to 30 times
higherthan the general population.<181>,<182> ,<183> This highriskisaggravated by limited accessto
opioid agonisttreatmentand overdose prevention. The medical community often denies basiccare to

this population, claiming unhoused people are drug seeking or hard to treat.<184> ,<185> This leaves
unhoused people with low access to medical care foreven basicneeds, letalone OAT.<186>



Transportationis a particularbarrierfor houseless and low-income people’s admission into methadone
programs. As we have discussed elsewhere in this document, the about 1500 methadone clinics
currently operatinginthe US are located far from many rural communities, often pushed into the edge
of town by discriminatory state and municipal zoning practices and located farfrom public
transportation. There are often long waitlists for clinicadmission, and itis difficult for houseless
patientstosecure reliable transportation to anintake appointmentfarinto the future. Forthose
houseless people who do manage to be admitted to methadone programs, transportation to daily
dosing quickly becomes a problem. Forms fornon-emergency transportation to medical appointments
funded by Medicaid, Medicare, or state Medicaid expansion, such as Masshealth’s PT1form, often
cannot be filled out without astable pickup address. If a patient loses housing or needs to move
precipitously, we as advocates have observed that it often takes several layers of bureaucracy for such
publichealth plantransportation toregisteranew address. Moreover, again, such publichealth plan
facilitated non-emergency transportation can take monthsfora patientto push throughthe system
through theirprimary care provider---if the patientis able to qualify forsuch services atall.

In our experience, houseless patients quickly accumulateaseries of missed doses after beingunableto
arrive to the clinicontime or secure transportation atall. Their doses are lowered oreven halved
because of a few days’ absence, and finally, they face termination through accelerated administrative
detox afterthe missed doses continueto pile up. At this point, many houseless patients give up hope
and simply stop dosing all together, precipitously lowering their opioid tolerance, raising their overdose
risk, and enduring protracted methadone withdrawal.

A houseless patient cannot even hopeto earn take home dosing privileges, eliminating the burden of
theirdaily trip to the clinic. One of the eight federal eligibility criteria for take -home dosingis “the
stability of the patient’s home environment” (42 C.F.R. § 8.12 (h) (4) (i)).

Several studies of unhoused peopleand OAT show that with primary care base d/office based opioid
treatment (OBOT) most, if not all of the barriers unhoused folks have to OAT are greatly lessened or
removed entirely.<187>,<188>,<189> Unfortunately, buprenorphine was usedforthese studies due to
the limitations of the stringent, non-evidence-based methadone regulations which we discuss
throughout this text. Once again, we come up against the same barriers as we do inalmostall areas of
methadone treatment. Methadone in a primary care setting, as part of a primary care doctor’s toolbox
for those diagnosed with OUD, could start to stem the tide of the overdose epidemichouseless people
sufferfromdisproportionately.

In the meantime, methadone programs should show special consideration to houseless patients and
make an extra efforttoaccommodate theirneeds. Mobile methadone programs---which have also been
shown to help retain houseless people in methadone treatment by literallymeetingthem where they’re
at---should be expanded.<190> Programs should provide effective referrals to housingand help fast
track forms facilitating transportation to the clinicwithout necessitatingahome address as a pickup
location. Clinics should act as health and service hubs, providing for otherbasicneedsforhouseless
opioid using patients who are stigmatized in so many other health care and service settings. Methadone
programs should help compensate forthese gapsinresources and treatment by offering hygiene
supplies, tents, bus passes, and other such items, forexample.

Finally, individual cliniccase management should not be biased against houseless patients. Forone,
federal regulations which determine that unhoused peoplelack the necessary stability to meet take -



home dosingeligibility criteriasimply becausethey are houseless should be actively lobbied against by
methadone programs.

Thereis evidence thatsurvival sex work is associated with poor opioid agonist treatment engagement
and retention for patients and even with early withdrawal from low-threshold

treatment.<191>,<192> ,<193> ,<194> ,<195> In fact, one large study found that sex trade involvement
was negatively associated with methadone maintenance. In many studies, sex working methadone
patients have proven to be more likely than non-sex working methadone patients to have less education
and higherrates of incarceration, STls, psychological distress, childhood sexual abuse, partnerabuse,
and current stimulantand alcohol use.<196>,<197> Given the greatervulnerability of sex working
methadone patients, the paucity of research and policy addressing how to engage and retain this
populationin methadonetreatmentis concerning.

Our experiential observations as drug userand sex worker activists on the ground identify several
problem areas within methadone treatment for sex working patients. Dosing hours can be inconvenient
for all working patients, but early morning hours can be particularly difficult for workersinthe sex
trades whonot only generally work nights but also often do not have set working hours. Since many
methadone program policies mandate halved doses after two days of missed attendance and withheld
dosesand onerous reinstatement processes after three or four missed days, the consequences of such
inconvenientscheduling can be severe for patient retention.

More generally, in ourexperience, methadone clinic counseling sessions can often be hostile
environments for patientsinthe sex trades. Asarule, methadone cliniccounselors are not given
evidence-based training on sex work. They are thus likely to have erroneous views such as conflating all
sex work with trafficking orunderstanding sex work as a consequence of psychological issues rather
than seeingitasan economicsurvival strategy. This may engenderatherapeuticenvironmentin which
sex working patients hesitate to disclose a central facet of theirlivesto theircounselors. If a patient
doestake the risk of disclosing, we have observed that counselors may use involvementin the sex
trades as a sign of instability, disqualifying the patient from take-home dosing eligibility. Counselors may
also urge patientsto quitsex work before they are ready, before they have aviable economic
alternative tothe sex trades, orsimply before they want to transition to another career. Moreover, our
experiences as patients and activists have demonstrated that biopsychosocial assessmentsin
methadone cliniccounseling often have avery traditionally heteronormative framing, such thata sex
working patient may feel shamed and degraded in the context of these implied values. Since both
internalized and external stigma<198> have been associated with negative impact on sex worker
health,<199>,<200> including high HIV rates and bad mental health outcomes,<201> thisisalarming.

We recommend that clinic staff receive training by sex worker organizers in sex worker health and safety,
as defined by sex worker health projects such as St. James Infirmary. We furtherrecommend that since
many people who use opioids and participate in the sex trades often have little contact with healthcare
systems outside of theirtreatmentin the opioid treatment programs, methadone clinics could becomea
valuable, non-judgmental space to offer sex worker specifichealth resources and referrals such as
condoms and lubrication, post exposure prophylaxis (PEP), pre-exposure prophylaxis (PrEP), OB/GYN
care, and mental health treatment by providers who are sensitiveto sex workerissues and respectful of
sex workeragency.



Giventhatonly 1,500 methadone clinics, most clustered in urban areas, existin the United States,
primary care prescribing would substantially broaden the scope of this life-saving treatment.<202> At
the veryleast, if clinicdoctors were able to offer primary care in addition to methadone treatment,
patients would have expanded access to healthcare ina country in which drug users often have difficulty
accessing many forms of treatment due to stigma and poverty. This move towards community-based
treatmentwould betterserve the needs of people who use drugs.

Pharmacy dispensingisanotherviable option. Nineout of ten peopleinthe U.S. live five miles orless
froma pharmacy, and there are about 67,000 pharmaciesin the nation.<203> Research has founda
13.9 minute median difference in drive timeformost subjects between the ride to a chain pharmacy
and a methadone clinic.<204> This drive time difference is much largerforpeopleinrural areas.<205>
Offering methadone dosing at pharmacies would increase methadone treatment availability by a
substantial amount, and reduce barriers to treatment, especially for rural Americans. Further, itwould
encourage methadone patients to take advantage of vaccination and other health services offered at
pharmacies. Pharmacy dispensing systems have been used fordecadesin the UK and Australia, with

positive attitudes reported from participating pharmacists as well as
patients.<206>,<207> ,<208> ,<209> ,<210>

Innovationisrequiredtoincrease accessibility to methadone. Clinics should broaden dosing hours and
allow unscheduled appointments to avoid forcing patients to take a depressant first thing in the morning.
Patients should also be allowed to utilize telehealth and othertechnological advancementsin an ef fort
to reach a wider population.

Publichealth fundingallocation seems to be trending towards buprenorphine/ buprenorphine naloxone
treatment, since this medication can be prescribed in primary care settings outside of the regulatory
structures of the methadone clinicsystem and presents as safer because of its low ceiling dose and
limited potentialto cause respiratory depression (although respiratory depression riskin methadone
treatmentis commonly highly overstated). But for many of us, buprenorphine and buprenorphine -
naltrexone are simplynot the right opioid agonist treatments.<211> For patients whose goal isnot
abstinence from otheropioids, buprenorphine’s high affinity for the mu receptor, displacingany pre-
existing opioids, presents ajuggling actto avoid precipitated withdrawal. Buprenorphine’s weaker
efficacy and low plateau dose also meansitis not preferableforthose with heavier dependence, a
population which has grown as non-pharmaceutical fentanyl analogues have replaced heroinin street
supply.<212>,<213> Anditisverydifficultforexisting methadone patients on efficacious doses of more
than 70 mgs to transition into buprenorphine/buprenorphine naloxone treatment, requiring
stabilization ata very low methadone dose (SAMHSA medical officials recommend 30mgs or
less)<214>,<215> and slow, low dose induction on buprenorphine/buprenorphine-naloxone.

Access to methadone has become more vital than ever since the widespread proliferation of fentanylin
illicitstreet opioids andits contributiontothe overdose crisis. For many of us, methadone is oursafe
supplyinthe absence of a legal, safer short-acting opioid made widely available.<216> Fentanyl’s
ubiquity has made induction on buprenorphine and buprenorphine -naloxone treatment more difficult,
with more instances of precipitated withdrawal.<217> While there is limited evidence that the
implementation of micro-dosing/the Bernese method would ameliorate this problem<218> as well as



some of the abovementioned difficulty in transitioning from methadoneto
buprenorphine/buprenorphine naltrexone, in the meantime, since few buprenorphine prescribersin the
US practice this method, access to methadone is even more crucial.

Urban Survivors Union endorses access to all opioid agonist treatments available, and we support the
complete removal of the data-x waiver system<219> as well as state restrictions<220> artificially
limiting buprenorphine prescriptioninthe U.S. However, we believe the solution to the problem of
restricted methadoneaccessis notsimply greateraccess to buprenorphine/buprenorphine-naltrexone,
whichis currently available through prescriptionsin a primary care setting. The solutionis greateraccess
to both opioid agonist treatments with a meaningful choice provided to patients on what the better
treatmentisforeach individual.

As discussed throughout this text, methadone patientsin the U.S. experience many barriers to
treatment, including long waitlists, inflexible eligibility requirements, lack of access through primary care,
and prohibitive costs.<221> Patients also experience treatment design barriers which make retention
difficult, such as zero- orlow-toleranceillicit drug ingestion policies, frequent toxicology requirements,
mandated counseling, low patientautonomy, and dosing caps.<222> In harm reduction terminology,
these sorts of barriers define whatis referred to as high-threshold treatment. High-threshold treatment
is characterized by an abstinence-based model and a high level of both treatment accessibility and
design barriers, while low-threshold treatmentis characterized by afocus on harmreductionand the
minimization of both accessibility and design barriers.<223> In sum, all methadone treatmentin the US
should be regarded as high-threshold because of the regulatory limitations of the clinic system, but
some clinics are still more high-threshold than others.

Long waitlists mayin partbe a side effect of high demand and short supply, with ballooning numbers of
OUD patients attemptingto find aslotin one of only about 1500 methadone clinicsinthe US. This may
not be entirely due to shortcomingsin clinics themselves: methadone clinics and opioid users are
stigmatized to the pointthatit is difficult to build new clinics in neighborhoods which dis play NIMBY
(NotIn My Backyard) attitudes and towns, cities, and counties which often complicatezoningissuesin
direct defiance of the Americans with Disabilities Act.<224> Furthermore, many would-be new clinics,
especially those without significant financial resources, may find it difficult to meet DEA, SAMHSA, and
state regulatory standards. However, no other branch of medical providers besides drug treatment
workers display the implicit belief that patients should prove their willingness to be intreatment by
goingthrough a series of tests or hardships, such as the requirement to call every houronthe hour fora
free bedindetoxinorderto be fast tracked into outpatient methadonetreatment fromthere. Often,
high-threshold methadonetreatment providers still believe that waiting lists serveafunction on their
own, demonstrating “motivation” and forcing patients to value treatment obtained with difficulty.<225>
Yet, the World Health Organization, the Joint United Nations Programme on HIV/AIDS, and the United
Office on Drugs and Crime position on substitution maintenancetherapy is that positive treatment
outcomes dependontimely entry into treatment.<226>



Some methadone clinics also still have very inflexible admission criteria, only admitting ad ults who have
“failed” atabstinence-based treatment. Although some statesinthe U.S. do allow adolescent
methadone treatment, the treatmentis stillrarely prescribed to this age group, though there is
considerable evidencethat methadone islinked to high treatment retention within this
population.<227> Many clinics only admit patients whose toxicology screens test positive for opioids
uponintake, disallowing preventative admission. Even SAMHSA guidelines recommend that only adults
who have been diagnosed as suffering OUD for one yearshould be admitted.<228>

Of course, as discussed elsewhere in this document, lack of access to methadone through primary care
and pharmacy dispensing defines the U.S. clinicsystem. Thisis to our detriment, considering how this
model has expanded treatment availabilitydramatically.<229> In Canada, afterthe introduction of
office-based methadone prescriptionin 1996, there was a huge increase in access to methadone
throughoutthe country.<230> Methadone patient numbers grew in British Columbiafrom 2,800 in
1996 to 13,000 in 2012.<231> |n Ontario, the increase was from 700 to almost 30,000.<232>
Methadone treatmentin primary care settings has also been linked to higherretention, higher patient
satisfaction,<233> lower mortality,<234> and a decrease in behaviors associated with health risk and
criminalization<235> as comparedto treatmentin specialized settings.

Low-threshold methadone treatment has been organized in avariety of ways throughoutits global
history, from the methadone by bus projectin Amsterdamin the 80s<236> to a computerized program
inZurich inthe 90s which allowed clients to dose atan unmonitored station, choosing their dose from
within a permitted range.<237> Again, the regulatory obstructions of the clinicsystem make
implementation of most of these models currently impossiblein the United States, but these innovative
strategies could inspire more flexible systems reaching more underserved populations after significant
reforms are made.

Research demonstrates higher effectiveness on the part of low-threshold methadone treatment,
howeveritis defined.<238> Even falling short of a transition to a primary care/pharmacy dispensing
model, lower-threshold clinics are more likely to accommodate highrisk populations such as the long
termunemployed, injection opioid users, heavier opioid users, and housinginsecure patients.<239> In a
randomized control trial, patients selected from along waitlist to a high-threshold methadoneclinicin
New York City to enterlow-threshold methadonetreatment----medication provision and HIV education
without mandated counseling services---were also more likelyto reduce theirillicit opioid use and to still
bein treatmentata 16 month follow up thanthe control group of patients on the waiting list.<240>
Existing dataalso suggests that the punitive tendencies of high-threshold clinics often sabotage
treatment efficacy. Forexample, withholding patients’ doses because of missed or late appointments or
otherfailuresto comply merely forces patients backinto more dangerousillicit opioid use for the day
the dose is withheld.<241>

Clinics are stymied by federal and state regulations from providing truly low-threshold treatmentin
terms of both treatmentaccessibility and treatment design barriers, but they should endeavor to
provide treatment whichis as low-threshold as possible.

To level the playingfield, fewer regulations beyond the federal level should be allowed. In the current
system, clinics have autonomy to enforce site-specific regulations with no evidence to supporttheir



efficacy. Regulation at the federal level should inform state policy in an effort to centralize methadone
dispersing.

COVID-19

In March 2020, Substance Abuse and Mental Health Services Administration (SAMHSA) released
guidance to methadone clinics to facilitate sheltering-in-place and social distancing, suggesting the
provision of 28 days of take-home doses to patients deemed “stable,” and the provision of 14 days of
take-home doses for patients who are “less stable” but who the clinic “believes can safely handle this
level of Take-Home medication.”<242> On April 21, 2020, SAMHSA published an extended FAQwhich
reiterated March’s guidelines while also allowing for broader use of telehealth within methadone
treatment.<243> No evidence has emerged of increased diversion and overdose among populations of
patients who have received COVID-19take-home bottles, though we have observed uneven
implementation of these COVID-19take-home guidelines among methadone programs nationwide
(BrothersS, Palayew A, StrichartzK, et al., unpublished data, October 2020).<244> A 2021 paper
publishedinthe Journalof Substance Abuse Treatment on community led research conducted by one of
our chapters, North Carolina Survivors Union, also found surprisingly little self-reported diversion among
methadone patient subjects.<245> Many methadone patientadvocates supportthe permanent
institution of these relaxed guidelines.

On April 9th, 2020, Urban Survivors Unionreleased an open letterto stakeholders which garnered 140
organizational signatories as well as such individual signatories as Obama-era drug czar Michael Boticelli.
We advocated forfurtherreforms of the methadone clinicsystem and opioid agonist treatmentasa
whole to protect patients from COVID-19transmission and to make treatment more accessible,
considering evidence which demonstrates that COVID-19 has exacerbated the overdosecrisis. In order
to avoid drug poisoningas well as COVID-19transmission, we suggested the suspension of
administrative discharge forthe duration; referrals to COVID-19testing at methadone clinics as well as
the posting of plain language information on the virus; the broadening of primary care and pharmacy
methadone dispensing; the suspension of toxicology requirements to reduce in-person visitsandin-
person visittimes; the sanctioning of telehealth methadoneinduction; and the waiving of DEA
restrictions on mobile units to accommodate sequestered, quarantined, and distant patients. We
believethese steps would prevent furtherloss of life during this difficult period and point the way
toward the commonsensereforms of the system as a whole which we have recommended throughout
thistext.

Thistextis a call for drug userand methadone patient organizingtowards broader methadone
dispensinginthe United States, and a call for stakeholders to give us a place at the decision-making
table. The relaxed COVID-19 SAMHSA guidelines allowing for expanded take home dosing eligibility



established in the spring of 2020 are the most policy change the methadone clinicsystem hasseenin
decades. A huge opportunity for patient organizing for greater reform has arrived, and we as a
community of patients and people who use drugs must seize it--anditis morally and medically
imperative formedical providers, researchers, legislators, and the treatmentindustry to supportusin
doingso.

In conclusion---since a personal story can often be more powerful than all the accumulated datain the

world--- we would like to leave you with two stories about what two Urban Survivors Union members
suffered becausetheiraccess to methadone was obstructed:

“How did | getback here again?”, | wondered to myself as | tried to make sense of the sickening feeling
inthe pitof my stomach. It felt like my intestines were rotting fromthe inside out. My legs felt creepy -
crawly-restless and all of my muscles were beginningto cramp. | was pouring sweat butfreezing cold.
That damn knotinthe pitof my stomachjust keptgrowing bigger every minute. Ithad been over 24
hourssince I’d had anything, and if | didn’t get something soon | was pretty sure | was goingto die.

What | really needed, and wanted, was methadone. But that would be out of the question again today,
since my husband and | had gottento the clinictoo late to start the intake process. Neverin my life had |
thoughtthat 6:30am would be “too late” to start anything, butthen againitseemed like | was wrong
abouta whole lot of thingsin my life lately. | knew | desperately needed to do something different, or|
woulddie.

Hell, lalready had died 4 or 5 times that | knew of. Things had gotten really bad for my husband Jason
and |. We knew gettinginto the methadone clinicwould not be asimple process. By this pointin my life
| had realized that anything worth doing wouldn’t be easy. But this was just ridiculous.

My life already consisted solely of shooting dope and doing alaundry list of illegal things to get said
dope. There wasn’tanything else. We were totally consumed by chaoticdruguse. It wasn’tfun or
exciting--we were miserable. We wanted out, and we talked about what it was going to take to get
there. Goingto the methadone clinicseemed like the best possible option, so we made the decisionand
made plansto realizeit.

On Sunday night, we got as much dope as possible to try to last through the nightand morning. This was
the only way we could show up at the clinicat 5am and start the long proce ss of paperwork, endless
guestions, and doctor’s exams without getting totally sick from withdrawalin the process.

We hadtalkedto someone onthe phone who gave us what we thought was the correct information.
Too bad the 1-800 numberwe called and the actual methadone clinichad nothingto do with one
another,and didn’t communicate atall. When we got there at 5am, the lobby, waitingroom, and dosing
area were all jam-packed with peoplewho seemed as desperate as we were.

We talked to a staff memberand she told us the clinichad a waitlist due to the epidemic. It was
springtime of 2016, and the opioid epidemicwas in full swing. She gave us some preliminary paperwork
to fill out, made copies of ourID’s, and wrote our nameson a clipboard. Then she told us to come back
on Thursday...NEXT Thursday, not thisone.



My breath caughtin mythroat. 3 days| could have handled. But 10 days? Every single day of our
miserable existence consisted of stealinglawn equipment out of people’s open garages to take to the
pawn shop so we could get enough money for dope to not be sick.

| walked out of the clinic, defeated, and one look at Jason’s face told me he felt exactly the same. We
didn’twantto be living this life anymore.

I’m not sure how, but somehow we made itanother 8 days without getting arrested. The staff member
fromthe clinichad tried to call Jason’s phone, but we had pawned it for moneyto get well one day. |
was soglad I’d insisted that we keep atleast one phone between us, though, and assoonas | saw the
number fromthe clinicpop up on my phone’s screen, | answered.

The counselorinformed me that we had been bumped up on the admittance list, because some of the
otherpeopleinfrontof us hadn’tshownupto do theirintake. | assured the woman on the other end of
the line that we would definitely be there the next morning at 5am. Jasonand | were sorelieved. We
actually had enough dope tolast until the next morning, so now all we had to do was wait.

The next morning, we wenttothe clinicand beganthe long process of intake. There are countless
questionnaires, more paperwork, releases to sign, and adoctor’s exam, so the prescription foryour
methadone can be writtenand the ordersubmittedintotheirin-house pharmacy atthe clinic. We got a
good chunk of all of that done when the counselorinformed us that the doctor wouldn’t be there that
day, so we wouldn’t be able to have our exams and the prescriptions written until the next day.. which
alsomeantwe wouldn’tbe able to start our methadone until the next day. | was definitely disappointed,
but onthe otherhand, eventhough the situation sucked, | felt somewhat accomplished and also
hopeful. We leftthe clinicand struggled through another day.

The days that we could get money from our families or otherwise avoid breaking the law were like little
brightspotsin an otherwise darkand dismal world. It was so nice to just be able to call ourdealerand
already have the money, as opposed to havingto do a series of sketchy, risky things to acquire it. Most
of the time, | would be the getaway driver afterJason grabbed the lawn equipment out of someone’s
open garage or off theirgrass. He really didn’t likefor me to participate more actively becausehe didn’t
wantme to getintotrouble, and | loved himforthat. We had justrecently gotten engaged and would
soon be married.

The next morning, we were back at the clinicagain, although not quite as early since we had finally
finished all the required paperwork. At this point, all we needed was the doctor’s exam and the
prescription order.

But whenwe gotto the frontdeskto checkin, the people behind it were whisperingamong themselves.
It was obvious they knew somethingwe didn’t, and | asked what was going on. The receptionist
informed us thatthe doctor wasn’t there because of a family emergency, and that he wouldn’t be back
for anotherday or two. | rememberasking herexactly whento come back so that we could start our
medication.

By this point | was stressed beyond belief and Jason was downright angry. Why didn’t these people
seemtounderstand thatthey were playing with ourlives, oursanity, our happinessand evenour
freedom? Butit’s notlike | could just come out and say, “Well listen, we’ve been stealing to supportour
habitso y’all need to hurry the hell up”. | asked the receptionist 2or 3 more timesto please make sure



she was telling us the right day to come back so that we would finally be able to start our medication.
She assured us that if we came back on Sunday, the doctor would definitely be there and we’d be able
to start dosing, no problems.

So we struggled through another weekend, begging and stealing just so we could get well. Anyone who
has used opioids foran extended amount of time will tell you that once you pass a certain point, you
shootdope to not be sick... youdon’treally get high anymore. Well, unless you can afford to, which we
clearly could not.

By thistime, ithad beena3-weeklongprocessforus to be admittedintothe methadone clinicand
things were getting worse for us each and every day. Our whole life was consumed by doing whatever
we had to do inorderto get dope to get well.

On Saturday, Jason came back to the house freaking out. He had parked our car a few parkinglots over,
backedinwiththe license plate removed. Somebodyhad seen him running from their neighbor’s garage
and called the cops. This was exactly what we had been tryingto avoid, and | couldn’t help but think
about how the people whoworked atthatdamn clinichad dragged theirfeetthiswhole time. If they
had done whatthey got paid to do, we could’ve started our methadone weeks ago. But people are
unable to care about or understand these things until it affects them or someone they love directly. It

feltlike nobody at thatdamn clinicgave a shit about us or what we were going through, about how
badly we wanted to stop using.

On Sunday morning, we headed back overtothe clinicto try to start our methadone again. The previous
night had been awful. We’d ended up with very little money, sothereforevery little dope, and were
stuck at the house unable to do anything aboutit. We had to leave the car parked with the tag off
because we just couldn’trisk getting arrested. Notwhen we wereso close to beingable to start our
methadone and fixing this mess we had gotten ourselvesinto.

When we pulled up at the clinic, | already had an uneasy feeling, and it wasn’t just the dope-sickness
startingto creepin. Somethinginthe back of my mind told me there would be yetanother problem, and
that we wouldn’tbe able to dose that morningeither, and | was exactly right. The receptionist who had
told us to come back on Sunday wasn’tthere, of course. Neither was the doctor. A counselorcame out
fromthe back offices totalk to us and seemed confused as to why we would even be there tryingto see
the doctor on a Sunday.

It was at this pointthat| completely lost my shit. Usually, Jason was the angry one, but this time it was
my turn. | was fuming mad, | was livid. It takes a whole lot to make me that way, but | was there.

| started crying because | was so frustrated. | beganyelling at the counselorand asking her why the hell
it had taken 3 weeksforusto be able to start our methadone. | rememberthataboutthe time |l was
screaming at herabout how completely unacceptable this was, the security guard movedto her side and
began tryingto diffuse the situation, trying to get me to calm down.

I’m usually very calm and understanding, but these people had to understand that they had pushed me
past the brink of sanity these past few weeks. | told the counselorthat | understood it wasn’t her fault; |
had neverevenseen this staff member before. But| pleaded with hertoletthe powers that be know
that we had beentryingto start our medication for weeks now. | couldn’t take any more of this; | felt



like | was seriously losing my mind. | just wanted to be able to go to the clinicand take my medicine
every morningso|l couldfeel like asemi-normal person and not a piece of shit criminal junkie.

The counselorgave me herword that she would make sure we would getto see the doctor and begin
dosingthe next day, on Monday morning. And forthe firsttime, somebody that worked there gave a
shitand kepttheirpromises.

The next morning when we came back, the program director came up to us personally and apologized.
Apparently there had just been aseries of unrelated, unfortunate events that had resulted in me and
Jason getting the worst possible outcome imaginable. We both saw the doctor, who apologized and
explained there had beenadeathinhisfamilyand he’d hadto leave town unexpectedly. He putthe
orderin forour prescriptions, and we wentto the dosing areaand waited for what felt like another 50
years.

Andthen, finally, we wereboth called up to the dosing window and allowed a small amount of magical
pinkliquid that prevented us from being sick for most of the day. It was nowhere nearenough, butit
was a start. Finally, after hell and half of Georgia, it was a start.

Ifonlyit had come sooner. Anothercouple weeks afterthat, we gotarrested. All ourillegal activities had
caught up with us, and even though we had stopped, itended up beingtoo little, too late.

“Wake up!" my wife screamed for the thousandth time, her normally calm speaking voice edginginto
anger.The rubberbandin her hairsignified herreadiness for combat.

It was almost 7 a.m. andin orderfor our mighty red Civicto get to Indianapolis, an hourand 15 minutes

away, we had to leave early. The clinicwas notorious for arbitrarily closing theirdoors right at 10:30 am
for an hourand half.

| got up, washed my hands and face, and got dressed. | almost made it to the front door, but forgot |
needed the bank tight security lock bag containing my 27 empty take home bottles, that all-important
blue nylon bagthat held my bottles of joy. The clinicwas so far away, and I’d forgotten that bag enough
times only to have to drive all the way back that that lesson had finally sunkin. My wife grabbed the
keys, we got our coffee, and hoppedin the car for our monthlyride to the clinic.

| had been atthisclinicoff and on since | was 18. It had been my 40th birthday lastweek. I'd been
through at least 15 counselors, fourdirectors, and about a hundred nurses. More people had handled

my urine than| can count. (Ah, urine, thatvital fluid, the end all be all of a MAT patients’ fate. |’d gotten
a couple false positivesin the past and racked up large bills proving they were false.)

| was going on 10 years duringthis stretch of beinginthe clinic. | was full of confidence becausel knew |
wasn'tusing, and | knew I had all my bottles with the right dates onthem---1 knewthat | was okay.

| walked up to the 10-person line formed outside, which was small, considering the line sometimes

stretched ina meanderingcrisscross around the large parkinglot. | checked my cracked-screened phone
and breathed asigh of relief: 9:25 am.



But as | passed through the crowd barriers and up to the nurse’s station, | realized this was nota nurse |
knew well. Her panda-covered scrub top was crisp and new. Thisis always a moment of dread forany
clinicpatient. Will she be kind? Will she be mean? Will she want my pee?

| decided to go with patented institutional personality 1, Courteous and Polite, since thatis my
affective go-toatclinics. | handed herall my bottles and watched as she counted them. She setthemin
front of herand everything seemed to be goingfine. Butthenherbeady eyesturnedtosomethingone
could only see from hervantage point.

“Thislidis not right!” she exclaimed. All joy fled at her weirdly gleeful exclamation.
| told her thatthe lid had to be right because aclinicnurse had givenittome.
“We'll see aboutthat,” she replied.

| was petrified. How could my years of work be jeopardized by a person so eagerto dole
out punishment? Hersquared shoulders and the hands balled on her hips told me right away that
this was gonnabe a longfight.

Aftera lot of back and forth, the nurse still insisted that the bottle lid was wrong. | was sentto my
counselortotalkabout my bottle lid problem.

| explained to my ex-pastor counselorthat| had seenthe lidand that it was an old lid of the type that

the clinichad been usingacouple of months ago. He put out his smooth handsto me and started a
prayer. His generic ministrations felt like a death knell.

“Damnit,” | thought, “I'm fucked.”

The battle waged for weeks, with me on daily dosing and the clinicgoing through the motions. | took
pictures of that exacttype of lidina box labeled “lids” inthe clinicoffice. | provided endless proof of my
goodrecord. Nothing seemed to matter.

Eventually we had abig meeting with the directorand the State Opioid Treatment Authority (SOTA). The
SOTA was a tower of a man with a bevy of gold rings that would shame a pimp. He had an easy manner
born from struggle. We shared a lot of the same life experiences dealing with drug use brings. The SOTA
was on my side and stated that the state was ok with giving me back my take homes. | was being backed
by authority---that was anew experience for me.

Yet the clinicdirector, acting on all the wisdom she’d accumulated in her 28 years on this Earth and her
3 yearsinthe MAT biz, said she could not prove that it wasn't diversion and so took my take homes. The
SOTA was blown away, and it showed in the wringing of his giant hands.

The triumphantclinicdirector offered me aweek of take homesinstead of taking all 28. This was a
courtesy, she said. | told her there was a special place for people like her.

The SOTA actually sat there the whole meetingand stuck up for me, exclaiming that the state would go
to bat for me at the federal levelif needed. Butinthe end, the clinicwon. The SOTA still tried invainto
comfort me and offered alot of good-hearted suggestions.



But | was absolutely done. |I’d resisted the temptation to raise my dose as high as | could go. | was
actually slowly tapering my dose. | had even boughtinto the ideathat higher doses meant|wastryingto
gethigh. God, | could have used an introduction to harmreductionright then.

| had beenina greatplacein mylife.l had justboughta house, got my kid through 20 surgeries, and
married the mostamazing human | had evermet. | was tryingto get off SSland look for work. This clinic
fiascowas one of the most debilitating things that had ever happened to me.

In the end, | wentback to cadging quack doctors for methadone pain prescriptions. | would rathertrust
theliesI'mtellingthemthanthe liesthe clinictells.
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