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Purpose: Integrated treatment for opioid use disorder (OUD) includes opioid agonist therapy 

(OAT) such as methadone and buprenorphine with well-evidenced benefits. Treatment with 

typical existing oral medications is associated with burdens and limits to successful outcomes 

(frequent dosing, attendance for collection/consumption, difficulty in achieving optimal dosing, 

misuse, diversion, accidental exposure, and stigma from the treatment process). Novel medica-

tions include injected depot formulations with less frequent administration, providing consistent 

drug levels after dosing. This survey assesses the opinion of those with OUD treatment services 

lived experience to inform future medication choices.

Patients and methods: A survey of people with experience of OUD pharmacotherapy – the 

treatment system – was completed. Participants reviewed statements describing elements of 

OUD care using 7-point Likert scales to indicate their level of agreement or disagreement. Data 

were assessed using descriptive analysis.

Results: In total, 35 people (16 in treatment; 19 with previous history of treatment) completed the 

survey. Average drug-use duration, 20 years, commonly included injected opioids. The majority 

agreed treatment was effective, but not tailored to their individual needs and limited normal day-

to-day activities. Opinions on novel depot medications included the following: agreement on its 

potential to make life easier, reduce stigma, free-up time for preferred activities. Participants did 

not report concerns over the effectiveness and safety of depot medications, nor about reduced 

contact with treatment services that could be associated with less frequent dosing.

Conclusion: This survey provides a useful initial record of the opinions of people experienced 

in OUD treatment services on novel depot medications, which may result in important benefits. 

Care providers and policy makers should continue to work with those with lived experience to 

understand the specific opportunity provided by such innovation.

Keywords: opioid agonist therapy, lived experience, innovation

Introduction
Opioid use disorder (OUD) is an important individual and public health problem 

worldwide,1 treatment of which is effective and well evidenced. Integrated treatment 

programs combine pharmacotherapy (commonly methadone, buprenorphine, and other 

choices) and psychosocial support.2,3 Engagement with high-quality treatment for OUD 

is associated with benefits such as reduced all-cause and overdose mortality rate,4 

transmission risk for blood borne virus (BBV),5 and crime rates.6 Current treatments 

do not meet the needs of all people with OUD; engagement with treatment may be 

correspondence: Mark gilman
Discovering health, 9 Arundel close, 
Manchester, UK
Tel +44 786 753 8111
email mark@discoveringhealth.co.uk 

Journal name: Patient Preference and Adherence
Article Designation: Original Research
Year: 2018
Volume: 12
Running head verso: Gilman et al
Running head recto: Lived experience depot buprenorphine therapy
DOI: 180641

http://www.dovepress.com/permissions.php
https://www.dovepress.com/terms.php
http://creativecommons.org/licenses/by-nc/3.0/
https://www.dovepress.com/terms.php
www.dovepress.com
www.dovepress.com
www.dovepress.com
http://dx.doi.org/10.2147/PPA.S180641
https://www.facebook.com/DoveMedicalPress/
https://www.linkedin.com/company/dove-medical-press
https://twitter.com/dovepress
https://www.youtube.com/user/dovepress
mailto:mark@discoveringhealth.co.uk


Patient Preference and Adherence 2018:12submit your manuscript | www.dovepress.com

Dovepress 

Dovepress

2124

gilman et al

50% on average in Europe.7 Conventional approaches to OUD 

care delivery demand daily oral administration in most cases, 

which may explain, in part, variable adherence to suggested 

treatment regimens and engagement with treatment services 

in general. It has been observed that it is considerably more 

difficult to collect prescribed medication for OUD when com-

pared with illicit drugs. Medication is also associated with 

risks including misuse, diversion, and accidental exposure, 

including to children.8 Achieving consistent, therapeutic dos-

ing levels may be difficult. Adherence to agreed treatment 

regimens is also often challenging; some are involved in a 

repeated cycle of episodes of entering and leaving treatment.9 

Others may consider opioid agonist therapy (OAT) as a 

supplementary source rather than a substitute for problem 

drugs. Important factors facilitating treatment success include 

greater flexibility, less pressure to reduce treatment dose, and 

reduced time of supervised dose.10 Medication options includ-

ing weekly or monthly buprenorphine depot formulations 

are approved in the USA11 and under review by regulatory 

agencies in Europe.12 These medications provide sustained 

release of active medication over a weekly/monthly duration, 

which implies a reduced need for daily attendance at clinics 

or pharmacies, improved adherence, and sustained effective 

dosing levels.13–15 Take home medications by definition are 

not required; diversion and misuse are very unlikely.13,16,17

To date, there is limited insight from the broad experience 

of people treated for OUD on how to approach such innova-

tive options. Understanding the opinion of people engaged 

with drug treatment services (DTS), currently or in the past, 

informs treatment decisions.10,18,19 This work aims to pilot a 

survey of people with lived experience of treatment for OUD 

to understand the real-world perspective on future medication 

choices. The objective is to assess experience from current 

and former users of the treatment system, to provide evidence 

to inform choices about the future of OUD therapy and new 

products, which change the burden of treatment.

Materials and methods
A survey of treatment experience was designed by experts 

familiar with OUD care and patient experience assessment. 

The survey was developed with input from treatment service 

providers, people in treatment for OUD, and those abstinent 

in the long term but with a previous history of problem 

drug use. The study was a survey of a group of people 

self-identifying as having a history (current or former) of 

engagement with DTS in England.

The study was performed at a national service user 

involvement conference,20 a meeting for people engaged in 

OUD care, attended by current and former users of treatment 

services. Participants completed a self-directed, interactive 

digital survey online. Experienced facilitators were trained 

and assisted in navigating the online tool to assist when par-

ticipants were unfamiliar with use of the technology. Data 

were collected in one session. All attendees at the meeting 

were invited to participate.

Eligibility criteria included experience of using DTS 

for OUD. Those interested in participating in the survey 

indicated this to a survey facilitator in a private setting. 

Participants were selected based on their self-reported treat-

ment experience, defined by a short, pre-survey qualifica-

tion interview performed using an online tool. Only those 

with a reported history of OUD and engagement with DTS 

completed the survey. No other exclusionary criteria were 

applied. Participants were not paid.

The survey consisted of 20 questions; areas of questioning 

included basic demographics, history of substance use, and 

personal history of treatment for drug-related problems. The 

main focus of the survey was the participant’s opinion on 

current approaches to OUD care and future treatment. Future 

treatment options, as an injected product providing consistent 

levels of medication requiring weekly to monthly injections, 

were described in materials presented with the survey. Poten-

tial bias from participant selection was addressed by using a 

standard system to define eligibility criteria. The survey was 

completed in a nonclinical setting, led by facilitators who 

were not healthcare professionals. Participants were asked to 

indicate the level of agreement or disagreement with a series 

of statements describing current and future OUD treatment. 

Standard 7-point Likert scales (disagree strongly, disagree 

moderately, disagree slightly, neutral, agree slightly, agree 

moderately, agree strongly) were presented on a tablet com-

puter with each statement.21

Data were collected from all participants by selecting a 

position on a graphical presentation of a visual scale. A net 

response score for all participants was calculated as the dif-

ference between fraction of positive responses (score $5) 

and fraction of negative responses (score #3) for each state-

ment presented. The net score ranges from −100% (lowest) 

to 100% (highest); a score ,0 suggests an overall negative 

view while a score .0 indicates a positive opinion. The 

absolute value reflects the degree of overall agreement or 

disagreement.
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Ethics committee review and approval was not sought 

in accordance with guidance from a Medical Research 

Council and Health Research Authority tool for assessment 

of projects.22 All participants recorded their consent to partici-

pate in the survey prior to beginning. The study population for 

the survey was defined based on an assessment of the number 

of potential participants available and a frequency of likely 

participation, estimated by people familiar with the event 

attendees. The target study sample size was 30 participants, 

in line with guidance.23 Data were analyzed using simple 

descriptive statistics. The sample included people with 

current and former treatment experience; P-values for the 

comparison of scores between current and former users were 

calculated using nonparametric Mann–Whitney test.24

Results
In total, 35 people (16 in treatment; 19 with previous 

history of treatment) completed the survey. 40 people 

showed initial interest in the survey; 5 people did not 

meet eligibility criteria. The description of the popula-

tion is summarized in Table 1. Average problem drug-

use history was 20 years and the majority of participants 

injected opioids.

 The majority of participants were male (66%); 31% 

were female and one person was transexual. Of the 35 

participants, 19 had previous experiences of treatment pro-

grams but reported they were abstinent from opioids in the 

long term, the remainder (16) were currently engaged with 

a drug treatment program. The majority of participants in 

Table 1 Demographics for survey participants

Characteristic Total
N (%)

Currently in  
care, N (%)

Previously  
engaged, N (%)

Total 35 16 19
Age (years)

25–34 3 (9) 1 (6) 2 (11)
35–44 16 (46) 9 (56) 8 (42)
45–54 11 (31) 4 (25) 6 (32)
55–64 4 (11) 1 (6) 3 (16)
65+ 1 (3) 1 (6) 0 (0)

gender
Male 23 (66) 12 (75) 11 (58)
Female 11 (31) 3 (19) 8 (42)
Trans 1 (3) 1 (6) 0 (0)

economic status
income solely from work 12 (34) 0 (0) 12 (63)
income from work and welfare payments 6 (17) 4 (25) 2 (11)
income from welfare payments 15 (43) 11 (69) 4 (21)
Other income source 2 (6) 1 (6) 1 (5)

Accommodation
Own a property 5 (14) 1 (6) 4 (21)
live with friend(s) or family 3 (9) 1 (6) 2 (11)
rent a property or part of 17 (49) 5 (31) 12 (63)
Temporary accommodation 6 (17) 6 (38) 0 (0)
homeless 2 (6) 2 (13) 0 (0)
Other 2 (6) 1 (6) 1 (5)

Treatment status
engagement in OUD treatment – 16 (47) 19 (54)

Methadone – 5 (31) 10 (53)
Buprenorphine – 4 (25) 1 (5)
Buprenorphine/naloxone – 2 (13) 0 (0)
Other therapy – 2 (13) 8 (42)
no prescription – 3 (19) –

Pharmacy pick-up frequency
Daily – 8 (50) –
3 times per week – 1 (6) –
Weekly – 4 (25) –
Monthly – 1 (6) –
no medication – 2 (13) –

Abbreviation: OUD, opioid use disorder.
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treatment gained their income from welfare payments in part 

or entirely, lived in rented accommodation, and were treated 

with buprenorphine or methadone that required collection on 

a daily (50% of those in treatment) basis. The majority (81%) 

of participants engaged with treatment services received OAT 

prescriptions (31% methadone, 25% buprenorphine, 13% 

buprenorphine/naloxone, 13% other); 19% did not receive 

medication. “Other” therapy options included Lofexidine; 

often participants chose not to disclose the name of therapy 

where “other” was indicated.

The most common goal in engaging with treatment was 

to achieve abstinence and not use any illicit drugs (69%); 

11% wanted to seek long-term stable maintenance therapy 

of methadone or buprenorphine and avoid illicit drug use; 

11% considered therapy as a “supplement” for illicit drug 

use; 9% indicated other reasons.

All participants reported their views on experience with 

the treatment service. Results are summarized in Figure 1. The 

majority (net score, +44%) agreed that treatment allowed them 

to maintain a normal life; a small majority reported that steps 

to gain access to treatment programs were acceptable to them 

(net score +3%). The majority (net score +32%) considered 

that steps to collect medication limited normal activities 

of living; the majority (net score +18%) agreed that reduc-

ing daily activities to get medications would be attractive. 

The group did not consider that treatment services offered 

choice tailored to their specific needs (net score −24%) or 

that representation of their views was sufficient. 

Results of the assessment of opinion of participants on 

a depot form of medication are summarized in Figure 2. 

The majority considered depot medication would make life 

easier (net score +40%), reduce stigma of treatment (net 

score +49%), and release time for preferred activities (net 

score +63%). Overall, participants did not indicate agreement 

with statements describing potential limitations such as the 

lack of contact with pharmacy services (net score −47%), 

loss of control over therapy (net score −44%), and lack of 

possibility to use on top (net score −29%).

Analysis of the Likert scale scores (1–7) showed that peo-

ple who are currently in treatment programs are more likely to 

agree with the statement “I would have less control over my 

therapy with a depot medication” when compared with those 

with a previous treatment experience (P,0.01). No significant 

difference between the two groups was found in responses to 

all the other statements in the survey (P.0.05).

Discussion
This survey of people with lived experience of OUD treat-

ment describes their opinions of treatment, including novel 

depot forms of medication for OUD with less frequent dos-

ing. The participants have 400 years of combined experience 

in the treatment system. The results of this work provide 

Figure 1 service user view on current OUD treatment services.
Notes: People currently or previously engaged in OUD care services shared their views on experiences in treatment. Data denote percentage distribution of responses.
Abbreviation: OUD, opioid use disorder.

Statements

•  The service and medication lets me lead a normal life

•  The steps I take to get treatment (clinics, prescriptions,
pharmacy) are acceptable to me

•  Attending the pharmacy, collect medication is a problem, limits
other activities I need to complete

•  Treatment services offer me choice tailored to my specific
needs and goals

•  Reducing daily activities to get my medications would be
attractive

•  There is effective representation of the voice of patients/
service users in national decisions about care 29
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between the percentage of positive
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evidence of the potential benefits of such novel depot forms of 

medication, linking potential characteristics of medications, 

assumed benefits, and potential disadvantages or concerns 

with the feelings of potential recipients. Benefits, which 

may reduce the burden of treatment, are positively held by 

participants; indirect benefits including reducing stigma, 

improving quality of life, and increasing time available to 

complete other activities of living are identified. Concerns 

about effectiveness of novel medications or the loss of con-

tact with pharmacy services are not reported by the majority. 

It is noted that participants did not uniformly report the same 

opinions; however, in many cases, the responses indicated 

agreements with potential positive interpretation of the depot 

forms of medication. In all cases, a smaller sized subgroup 

did state opposing views, indicating potential concerns about 

less frequent treatment approaches.

This survey is based on the opinion of 35 people with 

many years of experience of OUD treatment. Although this 

is the largest survey of its kind to date, it is limited, as with 

any qualitative assessment, by the small population size. Age 

and gender of the study population followed a similar profile 

to that reported in national statistics for the general population 

receiving OUD treatment in England.25 The nature of recruit-

ment approach implies a certain type of population – those 

able or wishing to attend a congress for people with experience 

of OUD treatment. This setting for the study was detached 

from the typical formal clinical setting – this may avoid bias 

of selecting participants who are overly familiar with such 

research projects. It is important to engage with people in this 

way to build a full picture of opinion. Other approaches to 

recruit study populations should be considered. Social desir-

ability tendencies should be considered when interpreting 

results presented, due to the sensitive and self-reported nature 

of data generated. The survey was anonymous and carried out 

in a private setting to minimize social desirability pressures. 

The sample included people with current and former OUD 

treatment experience; comparison between current and former 

users showed that patients with current treatment experience 

are more likely to report concern over loss of control in 

therapy when depot medication becomes available compared 

with those with former treatment experience. Further studies 

should investigate the different opinions between the two 

groups. This study was performed in England only; opinions 

in other countries should also be assessed.

Results suggest that the potential benefits of depot medi-

cations – especially reducing the treatment burden – may 

resonate with people in treatment. The results indicate that 

there are a range of opinions, especially in relation to concerns 
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•  If I did not have to arrange for medication pick up, I would have more
time to do things I want to do

•  A depot would reduce the problem of stigma or privacy related to taking
medication

•  If this option made it easier to get the right dose of medication
  consistently it would be welcome

Potential benefits to improve quality of life from future depot medication
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Figure 2 service user view on potential future depot medications.
Notes: People currently or previously engaged in OUD care services shared their views on experiences in treatment. Data denote percentage distribution of responses.
Abbreviation: OUD, opioid use disorder.

www.dovepress.com
www.dovepress.com
www.dovepress.com


Patient Preference and Adherence 2018:12submit your manuscript | www.dovepress.com

Dovepress 

Dovepress

2128

gilman et al

about novel therapy options. This is consistent with results 

from similar recent studies.17 It is important to understand the 

drivers of different opinion and the characteristics of groups 

with differing opinion, and to approach the introduction of 

the novel medications with implied needs in mind. This will 

allow the optimal choice of medication, whether novel or oth-

erwise, to be selected and to avoid problems associated with 

future change. This study expands on previous qualitative and 

anecdotal evidence;17 structured and quantitative data were 

generated through use of Likert scales to build on existing 

narrative reports and allow firmer conclusions to be drawn, 

particularly where patient opinion differs among subgroups. 

Findings should be considered in the approach to future treat-

ment and medication options; it will be important to expand 

on this pilot data and assess views on therapy options for 

OUD in a wider lived experience population.

Conclusion
Important progress has been made in managing OUD but 

there are still significant unmet needs; innovation can be a 

key part of future success. The introduction of novel depot 

medication choices with less frequent administration can be 

associated with important benefits. It is pertinent to under-

stand the range of opinions of different groups and to use 

these insights to help work with individuals who wish to 

try depot medications. Further work with people with lived 

experience of OUD care is likely to improve understanding 

and is recommended.
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