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Abstract (162 words)

Background: Financial incentives have been found to increase adherence to long-lasting anti-psychotic injectable medication (LAI). Yet, various concerns have been raised about their use. In this study, we explored patients’ experiences of receiving financial incentives.  
Methods: In-depth interviews were conducted with 45 patients with psychotic disorders who had received £15 for each LAI as part of a randomized controlled trial. Interviews were conducted immediately and/or 24 months after the intervention to explore the immediate and long term experiences with the intervention. A semantic thematic analysis was used. 
Results: Experiences of receiving financial incentives appeared stable over time and were related to five major themes: “Structuring the day of the appointment”, “Relationships”, “Extra expenditure”, “Personal dilemmas”, and “Impact once incentives had stopped”. 
Conclusions: Patient experiences with receiving financial incentive were mixed, although predominantly positive. While positive impacts went beyond the mere monetary value of incentives, personal concerns regarding acceptability were also reported. These should be considered carefully before incentives are offered to patients. 

















Introduction
Poor adherence to antipsychotic medication occurs in more than 50% of patients with psychosis (1). Research indicates that it is associated with increased rates of relapse (2), more days spent in hospital, untoward incidents (3), and substantially increased health care costs (4). 

A number of psychosocial approaches aimed at improving antipsychotic medication adherence have been found to have only limited effectiveness (for a review see 5). The National Institute for Care and Excellence (NICE) in England has explicitly recommended against so-called ‘adherence therapy’ for patients with psychotic disorders, i.e. an intervention with cognitive-behavioral components aimed at improving medication adherence via collaborative decision making (NICE, 6). As financial incentives have been shown to be effective in studies on other health-related behaviours (e.g. sedentary life style, smoking cessation, or abstaining from alcohol and illicit drugs) in the general population as well as patients with psychotic disorders, it has been proposed that offering financial incentives might be a novel alternative for improving adherence to antipsychotic medication. 

To date, studies examining the effectiveness of financial incentives for improving adherence to long-acting injectable (LAI) antipsychotics have been scarce. Small case series have been promising(7, 8). The most robust evidence has been provided by a cluster randomized controlled trial, the FIAT (Financial Incentives for Adherence to Treatment) trial. The trial included patients with psychotic disorders on LAI anti-psychotics with an adherence of ≤ 75%, i.e. those who received 75% or fewer of the prescribed injections. Patients in the intervention group were offered £15 for each LAI over a one-year period (9, 10). Offering incentives was associated with a statistically significantly improved adherence. 

However, there has been a debate about the acceptability of incentives that – in part –goes beyond evidence on its effectiveness. A focus group study with various stakeholders identified a number of concerns about using financial incentives to improve adherence to anti-psychotic medication (11). These fell into four broad categories: ‘Wider concerns’ regarded general issues such as the value of medication, or how incentives would be spent; ‘Problems requiring policies’ included practicalities of administering financial incentives; ‘Challenges for research and experience’ incorporated issues that might be addressed by research and clinical experience, such as whether the practice would be effective, whether using financial incentives would lead to non-adherence in otherwise adherent patients in order to become eligible for the payments, or whether the practice would undermine therapeutic relationship; and finally, ‘Inherent dilemmas’ reflected concerns as to whether financial incentives would be coercive to the patients concerned, and whether they are fair to those who are adherent. 
Despite this, participants in these focus groups had no personal experience with incentives. In this study, we therefore aimed to assess immediate and long-term experiences of patients who had been offered incentives for one year in the intervention group of the FIAT trial. 

	
Methods
Sampling strategy, recruitment and data collection 
In-depth qualitative interviews were conducted with a sub-sample of the 78 patients allocated to the intervention arm of the FIAT trial (9, 10), whereby patients with baseline adherence lower than 75% were offered £15 for each LAI they received over a period of 12 months (whilst patients in the control arm continued with treatment as usual). Interviews were conducted at the end of the intervention and 24 months after the end of the intervention to determine the immediate and long-term impact of receiving incentives, respectively. Eligibility for interview at both time points included having received the incentives at least once throughout the intervention period and a good understanding of the English language.  For interviews conducted at the end of the intervention, patients should have completed the intervention within four months prior to interview, and for interviews at the 24-month follow-up, patients should have completed the intervention within the past two years.  Patients were excluded if they – despite being in the intervention group – had never actually received incentives, had spent the majority of the intervention period out of the community (e.g. hospitalised, imprisoned), had an insufficient command of English to conduct the interview, or did not have capacity to consent to an interview.
Overall, 47 of the 78 patients consented to participate in an interview, with 26 patients at the end of the intervention and 31 at the 24-month follow-up.  Eleven patients were interviewed at both time points. Reasons for not participating in an interview at the end of the intervention included ineligibility (n=23), not being contactable (n=7), a refusal to take part (n=7), having deceased (n=1). One patient refused to be interviewed with a recording device and the data was therefore not included in analysis.
Reasons for not participating in an interview at the 24-month follow-up included ineligibility (n=8), a refusal to participate (n=8), not being contactable (n=10), and failing to attend an arranged interview (n=4), having deceased (n=4). 
Altogether, interviews for 45 patients were included in the analysis.
At both time points, all patients provided written informed consent to participate in the study and for their statements to be quoted in published work. Patients’ capacity to provide informed consent was part of the inclusion criteria and assessed by trained researchers. The study received favourable ethical opinion by Ealing and West London NHS ethics committee (09/H0710/35) and sponsorship from Queen Mary University of London (ReDA No: 006728 QM).

Patient characteristics 
Patient characteristics are reported for 45 patients whose interviews were analysed.  In total, 33 men and 12 women were interviewed (out of which 10 men and one woman were interviewed at both time points), with a mean age of 46.5 years (range 23 years – 69 years). The patient sample comprised white British (n=26), Turkish British (n=2), black British (n=2), white other (n=4), black other (n=8), and Asian (n=3) individuals. At baseline, 33 patients were diagnosed with schizophrenia, 7 bipolar affective disorder, and 5 with schizoaffective disorder.  At the end of the intervention, twenty-one interviews were carried out on the premises of clinical teams, and four in patients’ homes. At the 24-month follow-up, 25 interviews took place on the premises of clinical teams and six in patients’ homes. On average, patients were interviewed five weeks (range 1 – 12 weeks) and 27 months (between 19 and 40 months).
Interview approach
Interviews were conducted by AF and NOC (end of intervention); and EHW, KB, HP, and KM (24-month follow-up). At each time point an interview schedule was used, containing a range of open-ended questions including patients’ opinions about the intervention; whether the incentives had an impact on their adherence to LAIs; whether receiving financial incentives affected their relationship with the clinicians; how they used the money. In addition, at the 24-month follow-up patients were asked about their experience with the discontinuation of the incentives and its impact on their life. Probing questions were used for further development of a topic or clarification of a point. All patients were interviewed individually using a digital recording device. All interviews were transcribed ad verbatim by an independent professional, the transcripts were checked for accuracy and any identifiable information was removed.

Analysis
We employed a realist approach to the data, viewing participants’ accounts of their experiences as grounded in reality.  Transcripts were subjected to inductive semantic thematic analysis described by Braun and Clarke (12). Each part of the data set was examined for meaning, and data items were collated by descriptive codes summarizing a particular feature of the data item (13). In general, concepts were considered important if they recurred within and across the analysis of the transcripts, and contributed to addressing the research question.  Similar concepts were grouped to form sub-themes, which were then grouped to form larger candidate themes. Data was independently re-coded by the researchers into this framework, which was continually refined following continual discussion. This process continued until all identified themes were internally homogenous and externally heterogeneous.  
The team conducting the iterative process of analysis and interpretation included research psychologists, and an academic and clinical psychiatrist. All team members – in different roles - had been involved in implementing the FIAT trial. Throughout the analysis at both time points, at least 60% of the data was coded by two or more researchers to ensure inter-rater reliability. All data was imported, analysed and managed using NVivo qualitative analysis software.
Results
Patients’ responses were brief, often general, and rarely elaborated beyond given question. Altogether, five overarching themes were identified from the analysis – “Structuring the day of the appointment”, “Relationships”, “Extra expenditure”, “Personal dilemmas”, and “Impact once incentives had stopped”. The results were not fundamentally different at the two time points, and for those patients who were interviewed twice, they did not substantially change over time.

Structuring the day of the appointment
The most prominent theme, tightly linked to LAI adherence, concerned the structure of the day of the appointment. Patients talked about the difficulty in establishing a daily structure (such as general forgetting, not being bothered, or boredom) they experienced before being offered financial incentives.  As a result of the intervention, patients reported being more motivated to complete basic daily tasks and, consequently, becoming more active and organised on the days of the appointment. 
Participant: [referring to period prior to the intervention]. It wasn’t so much ain’t liking having it, it was remembering to have it all the time (Participant 147, M)
P: Yeah I really enjoy it [incentive]. It gives me some sort of structure (…) I need some sort of structure for my daytime so I don’t just lie in bed. (Participant 343, M)
P: I used to be bored like but it got me up. I realise that it’s important to get my injection. Now I’ve realised that. (Participant 211, M)
A number of patients talked about having developed a routine around attending their appointments. Some hoped that this would be sustained even when financial incentives have been discontinued, whilst others were less optimistic.

P: I fell into a routine of going for my injection even though it wasn’t about the money at the end. (Participant 127, F)
P: I can’t say that I’m going to be 100% sure that I’m going to remember to come here on time. (Participant 147, M)

Relationships
Patients talked about their relationships before the intervention and how they changed with being offered financial incentives. Most commonly, patients talked about feeling lonely with little opportunities for meeting others, and clinicians often being the only social contact. Those patients who described their relationship with clinicians prior to the intervention as poor talked about feeling devalued and disrespected. According to patients, receiving financial incentives meant that clinicians expressed their respect to them. Further, as patients attended their LAI appointments more often there were more opportunities for the relationship with clinician to develop. Here, patients talked about clinicians’ appreciation of patients’ improvement in attending appointments, and developing mutual trust. 
P: [about relationships before the intervention] I was lonely and I just thought I’m not going to have it, it doesn’t matter ‘cos I’m just sitting in my room. (Participant 342, F)
I: And about receiving the money, how did you see it? 
P: Oh yeah, yeah. I saw it as being rewarded sort of for coming on time and being respected for coming on time. I found it rewarding. (Participant 147, M)
P: She can rely on me (...) She’ll know that I’ll come for it and that – she doesn’t have to chase me like before (Participant 342, F) 

Patients described that being offered financial incentives improved their relationships with others by having more resources, and therefore feeling happier in themselves and having a greater sense of worth. Patients talked about improved and more frequent interactions with other patients at the community teams, but also other casual social contacts during travelling to and from appointments.
P: It helps out, you know, it makes you more confident, just more relaxed. You know you go and get your injection on time. (Patient 338, M)

P: It’s a bit like a social event now coming here whereas before it was like oh I’ve got to go for my depot. Now I actually enjoy coming and you meet people who come for their depot and you talk to them. (Participant 126, M)
P: But I don’t mind, it gets me out of the house to go there [clinic], a bit of therapy, to go out, to get used to going out. (Participant 322, M) 

However, this change did not apply to all participants. Some stated their relationships with clinicians had always been good, others expressed that the relationship remained as poor as before. Some patients did not recall any relationship with an individual clinician, and subsequently did not experience any change.  

P: Yeah he’s a friend as well as a nurse, which is good. (…) He’s not just there to do his job and leave me alone. He kind of acknowledges me after the injection as well.
I: And has that always been the case?  Have you always got on well with him?
P: Yeah always got on well with <CPN name>. Always. (Participant 126, M)
I: And you said that the relationship that you have with the <hospital’s name> and your CPN
is not terribly good.
P: No I don’t think it is.
I: OK.  Has it always been like that?
P: Yeah it’s always been like that. (Participant, 127, F)

Extra expenditure
Unequivocally, patients appreciated receiving the extra £15 and talked about ‘feeling the difference’, or ‘having money for myself’, and the incentives alleviating the tight budgeting when living on social benefits. They often linked this to very specific expenditure that otherwise they would have not been able to afford. The money was reported to have been used for practical needs of daily life (e.g. paying for bills, adding to savings in bank, buying lunches for their children) and for little extra treats. The scope of what patients purchased ranged from buying food and cigarettes, or treating themselves with coffee and cake (or a pint of beer) after their depot injection. 
P: The money meant sugar in my tea, money to buy something, money meant a lot because on a Monday I am skint really. It might be a little but it’s a lot to somebody like me and somebody on benefits. It’s a lot. (Participant 149, M)

P: That’s my bit of money for myself. So I keep that little bit of money for myself. (Participant 144, M)

 P: “It was something extra. I used to generally go out and have something to eat.”
I: Oh right OK
P: “It was a treat really”
I: What, straight after you’d had your depot?
P: “Yeah […] I would eat out as opposed to going home and making a meal. I would go and have something to eat as a treat really.” (Patient 126, M)

Some patients mentioned that the financial incentive had helped them to manage their money better. 
P: Budgeting wise I’ve learnt to save some for the week later so it helped; in one way it’s helped me to budget for the week I’m without sort of thing. (Participant 135, M)
P: Just budgeting wise really. I had a bit of extra money to play with, you know.              (Participant 121, M)
Some patients, however, said that they spent the money on alcohol or gambling.
P: Oh I spent it on self-medicating myself. Drink. […] When I drink it makes me calm. (Participant 120, M) 

P:[…] depending on how I’m feeling I might go to a betting shop and try and double and
triple it and quadruple it and come out with like £200 or something. (Participant 342, F)

 
Personal dilemmas 
Whilst patients commented that the incentives helped them as a reminder or reward for their medication, or were beneficial in other ways, some also expressed personal dilemmas about their decision to accept the incentives. These included a feeling of unease or guilt for being paid for doing something for one’s own health, being negatively judged by clinicians or other patients for accepting the incentives, or feeling obliged or forced into taking medication despite their dislike for it, or belief that their medication was not helpful. 
P: It did make me feel uncomfortable yeah, yeah (...) that I was getting something that I shouldn’t be getting but I still took it. (Patient 116, F)
P: I think you should just take the medication, if you’re getting the money or not, take the medication, you shouldn’t have money persuading you to take it. (Patient 343, M)

P: Well I don't know, I feel somewhat guilty about taking the money because somebody must be paying for it. (Patient 101, M)
P: Sometimes I feel embarrassed to wait and ask for the money ‘cos people might be saying <patient name> is always coming here.  It’s my money but sometimes I feel funny to keep waiting and asking.  I feel funny like you know. (Patient 322, M)

P: Give me £15 every day I’ll have an injection every day but I won’t like it. (Patient 147, M)

A sense of solidarity with other patients was apparent in some interviews. Patients felt that the practice was unfair on those who also took the medication but were not offered any incentives. Some suggested that the incentives should be offered to all patients, whereas others favoured that the incentives should go only to specific groups of patients excluding those who would spend the money on drugs or alcohol.
P: I felt it would be unfair.  […] if he is on a depot and I say well I have been chosen to get £15 every time I have my depot.  How would you feel? You would feel like a mug.  (Patient 149, M)

P: The only thing I'd add, that I didn't agree with was that others never got it.  I thought that was out of order.  I thought that everybody should have got it, you know what I mean, so… (Patient 216, M)

P: I think all the patients should get it, all the patients, I reckon all the patients should get it. (Patient 338, M)

Impact once the incentives stopped
In the FIAT trial, financial incentives were offered to patients for a 12-month period. To our knowledge, no team continued with the practice after the intervention. Most patients stated that the discontinuation of incentives had no real impact on their lives, and that they quickly adapted to the fact the incentives had been stopped. Some patients reported that they had known all along that the money would be available only for a 12-month period and were therefore prepared for it. However, some disappointment, missing the money, or financial problems were also reported. 
P: £15 comes in handy but if you don’t get it you don’t get it so get on with your life. (Patient 356, F)
I: Did it not, when the money stopped did it not affect you in any way?
P: Not really no.  I just got used to it.  It did help though but as I say it did help but it was only for a 12-month period so. (Patient 123, M)
Other patients reported different experiences. One talked about how the incentives felt like some kind of payment for work, and thus motivated him to go out and find employment once the incentives stopped. Others felt that they were struggling financially since the incentives stopped, not being able to cover the daily living costs anymore.
P: Because I knew the fifteen pounds I was able to get food (…), I don’t get a lot of money because right now my gas bill and my electric bill is so high and saving money on top of it to pay each week as well on top and you need money for food. But now since I don’t have it I’m eating less and I’m getting skinnier and I’m getting more ill. (Patient 341, M)

Finally, some patients talked about the positive long-term effect of financial incentives in a sustained LAI adherence even after incentives have ended. However, other patients felt that they were less motivated to come in for their LAI medication after the incentives had been stopped and that their adherence and mental health was deteriorating as a result.  

P: I think the incentive was what actually made me carry on taking it… The period of the year that has actually stuck, um, like I say, it’s carried on, it’s actually, it’s been an incentive to take the medication ever since the study. (Patient 121, M)
P: It’s better for me to take medication and it’s not because I want the money.  It’s because for me to get well and the money I was getting. (Patient 105, M)
 P: But now I haven’t got the incentive to have it so I don’t have it anymore.  I haven’t had it for three months now. (Patient 101, M)
I: And now that the money has stopped and you were saying that you’re not going in a getting medication as much…
P: I’m getting ill. (Patient 341, M)


Discussion
Patients described both positive and negative experiences with financial incentives for adhering to LAI medication.  Incentives were experienced as beneficial in a number of ways that go beyond the mere monetary value: financial incentives encouraged more structure on the day of the LAI appointment; they were perceived positively financially, but also psychologically and socially through improvements in the relationship with clinicians and more scope for meeting others. However, some patients expressed concerns and guilty about accepting the incentives, and in some instances unfairness towards other patients. A few patients reported using the incentives to finance alcohol or gambling. After the incentives stopped, there was some disappointment and decreased motivation for timely adherence, but the majority of patients did not report any negative impact of the incentives stopping.


Strengths and Weaknesses 

Whilst there have been surveys and debate papers about the pros and cons of offering financial incentives to improve adherence to anti-psychotic maintenance medication, this is the first systematic study assessing the experiences of patients who have received such incentives. In-depth qualitative interviews were carried out with patients from a variety of different mental health teams, ages, ethnic backgrounds and geographical locations. Multiple coding was used, inter-rater agreement was high, and saturation seems to have been reached. Immediate and long-term experiences and views were explored, and these appeared stable over time, thus suggesting some reliability in their assessment.  

The study has also some weaknesses. The interviewees were selected as a convenience sample from patients who took part in the intervention group of the trial study, and there is a potential bias in the attributes of the individuals who consented to interview. Furthermore, as all researchers who collected and analysed the data were involved in the FIAT study, there may have been a bias in conducting the interviews, analyzing the material, or both. Finally, all patients were on social benefits so it is unclear whether the experience of receiving incentives would be different for patients from different socioeconomic backgrounds. 

Comparison with previous literature

To date, literature on offering financial incentives for adherence to antipsychotic medication is scarce. The findings of this study can be compared against the four categories of concerns as identified in the focus group study prior to the trial, i.e. ‘Wider concerns’; ‘Problems requiring policies’; ‘Challenges for research and experience’; and ‘Inherent dilemmas’ (11). 

‘Wider concerns’
This category comprised more general issues such as the value of medication, or how financial incentives would be financed. Here, the stakeholders expressed concerns that financial incentives would be used to finance substance abuse and dependency. Little evidence was gathered in the present study to confirm that. Patients generally appreciated the incentives, and viewed them as extra money, alleviating the tight budgeting when living on benefits. Only a minority of patients reported that money was used on alcohol or gambling. While it remains possible that the frequency of misuse was downplayed by patients, the amount of money would not have been sufficient to nurture a serious substance dependency. 

Problems requiring policies
The concerns within this category related to practical aspects of offering financial incentives including whether or not offering financial incentives would create financial dependency. Little evidence was found for this concern even after a 12-month period of receiving financial incentives as a part of the FIAT trial. However, patients did report that the incentives were missed, and some argued that their motivation for LAI adherence decreased once the incentives were discontinued.  

Challenges for evidence and experience
This category comprised concerns that should be addressed by evidence as obtained in this study. In particular, clinicians had expressed their concern of whether financial incentives would undermine the therapeutic relationship.  Contrary to this expectation, some patients reported that their relationship with their clinicians improved as a result of the incentives, through feeling more valued, or respected for being more adherent, and the improved frequency of contacts with the clinician offered a platform for greater communication and strengthening the therapeutic relationship.  However, a small minority of patients felt that the relationship with their clinician had deteriorated as a result of the incentives through being negatively judged for accepting the incentives. To some degree, this differs from the views of clinicians caring for patients who participated in the FIAT trial (14). A third of them reported a deterioration of the relationship, partly because they felt it focused on the financial transaction. 

One can only speculate about the reasons for the discrepancy between the positive experience of patients and the more critical one of some of their clinicians. Surveys suggest that many clinicians feel a general unease about incentives and rather object to their use(11, 15). They often regard it as a form of informal coercion that they do not want to employ in their practice, although less obvious forms of informal coercion form part of daily practice in many services (16-18). This underlying attitude may have influenced the appraisal of clinicians as to what happened in the study, whilst for patients being offered incentives may have been more transparent and preferable to other forms of persuasion and inducements experienced before. 

In addition to an improved therapeutic relationship with their clinician, for some patients there is also a wider benefit in terms of increased social activities and contacts as a consequence of their more frequent LAI appointments and extra finances. Appointments were viewed as “social events,” where patients met with the clinician, other patients, or had the opportunity to use the money for socializing. This may be important for patients who often live in social isolation and struggle to maintain a daily structure (19). 

Inherent dilemmas
These dilemmas were reflected the questions as to whether offering financial incentives might be a form of coercion and whether it would be fair. Both concerns were indeed raised by the patients, even if the numbers were small. 

As the majority of patients in the study were on social benefits, the amount of financial incentives offered is relatively high and exceeds the previously proposed threshold of 1.2% of personal income for financial incentives deemed effective to change behaviour (20). In this sense, concerns of financial incentives being a powerful tool appear appropriate. 
Most patients who expressed feelings of uneasiness, guilt and unfairness also reported positive experiences and felt that they benefitted from the incentives in different ways. Thus, concerns and positive experiences were not incompatible. The unifying thread amongst the patients was their acknowledgment of their own agency in their treatment, whereby they felt that the intrinsic motivation for medication should be more important than offering an extrinsic one (i.e. money). For others, more general objections to taking medication were detected. 

Implications and conclusions 

The findings indicate some factors that may have contributed to the effectiveness of incentives in improving medication adherence. Patients experienced a range of distinct and rather welcome consequences of the incentives. Some, but not all of these are directly linked to the monetary value. When financial incentives are considered in practice, clinicians and patients should be aware that there can be rather different implications and effects. 
At the same time, whilst overall experiences of patients appear rather positive, some patients report personal dilemmas about accepting the incentives. Such dilemmas are compatible with an otherwise positive experience, but lead to feelings of uneasiness and guilt. Such feelings may not always be easily expressed by the patients, when they meet the clinician. Thus, such feelings should be actively explored and addressed in patients who are offered incentives. The major themes identified in this study may guide the exploration as they are likely to reflect the most important experiences. The feelings of uneasiness and guilt also need to be considered in the balance of likely benefits and risks when deciding on offering incentives or continuing with them once started. 
Future research may explore to what extent the experiences identified in this study are specific for the sample and context of offering financial incentives to improve adherence to anti-psychotic maintenance mediation or occur widely when financial incentives are used to influence health behaviours in mental health care and other areas of medicine. 
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