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Background: Gambling disorder is the first non-substance-related addiction which is recognized as a diagnostic entity and assessed in treatment settings. However, in many clinical settings, assessment, and structured treatment for this condition is severely under-developed, and treatment seeking in many settings is low. This is a protocol paper describing the rationale and structure of a recently established quality register, allowing for structured monitoring of treatment seeking, treatment needs and treatment provision in Swedish health care settings, for gambling disorder and associated conditions.

Methods: Since 2019, a Swedish quality register is in use for the systematic data collection from patients receiving treatment in specialized health care. The register is held by Region Skåne, and approved for national use. Swedish quality registers allow for the clinical monitoring of treatment uptake and needs, for quality improvement purposes, and collect systematic cohort data for these purposes. In addition, these quality registers potentially allow for future research projects, after separate ethics applications, allowing for clinical follow-up studies based on non-identified quality register data. Clinical challenges and research knowledge gaps are addressed in the present register, including mental health comorbidity, history of suicidal behavior, comorbid alcohol, drugs and gaming behaviors, and fundamental psycho-social variables such as violence victimization, concerned significant others including children's situation in families of problem gamblers, and main income and involvements with social services and enforcement agency. In addition, patient flows, including rates of referral from primary care and other treatment settings, can be followed. The overall quality register project is registered at clinicaltrials.gov (NCT05276193).

Discussion: The present protocol paper will allow for systematic reporting and future projects addressing knowledge gaps in clinical treatment for gambling disorder, and highlight the importance for evidence-based treatment in a behavioral addiction. Importantly, the current data will contribute to a better understanding of which patient groups may be less likely to seek or to be referred to treatment, and thereby may shape future initiatives to increase screening and referral in targeted, vulnerable groups.
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Introduction

Gambling disorder is a condition recognized by diagnostic manuals, and representing the first addictive disorder not involving a substance (1), and which causes a range of severe public health consequences (2). Although treatment recommendations for this condition are relatively clear, primarily involving cognitive-behavioral therapy and/or motivational interviewing (3), treatment seeking tends to be low (4), due to limited treatment provision or other barriers perceived by individuals affected by this condition.

Unlike substance-related addictive disorders, diagnostic and therapeutic interventions for gambling disorder are therefore often not fully developed or integrated in health care services where addictive disorders and mental illness are assessed and treated. In Sweden, a setting where regional health care providers and local municipality social services share the responsibility for addiction treatment, gambling disorder was for many years not included in routine assessment and treatment for addictive disorders. While gambling was formally not included in the legislation regulating social services until 2018, treatment uptake for gambling disorder was very limited in the Swedish health care system, with a very low number of patients seen annually (5). Apart from a limited number of local treatment initiatives, self-help groups instead played an important role in providing informal support for patients with gambling problems and for their concerned significant others (6).

Thus, clinical uptake of gambling disorder in the present setting is limited; the number of patients treated in out-patient specialized settings for alcohol use disorders was around 40 times higher than for gambling (7). Therefore, clinical experience is likely to be markedly more limited for gambling than for substance use disorders. In addition, there is reason to believe that many people affected by gambling problems do not seek treatment, or do not perceive public treatment institutions to be able to address gambling problems as well as they would for other addictive or mental health disorders. For example, a web survey in the present setting demonstrated that only 50 percent of respondents from the general population primarily thought of a public institution as a natural way to seek treatment for this condition, while 50 percent primarily thought of a self-help group outside of the official treatment system (8). Likewise, there is need to monitor how treatment seeking, and characteristics of attending patients, may change over time. For this reason, the present protocol paper describes the development and implementation of an official quality register for developmental purposes related to treatment of gambling disorder in the Swedish health care system, and which will allow for longitudinal descriptive and follow-up projects.



Methods


Setting

The present register is held by the first author and administered by the public institution Register center South (Registercentrum Syd (9)), associated with the health care services in southern Sweden. The application (to the administrative board of Region Skåne) to establish the register was formally approved in February, 2018 (Region Skåne, file number 221-17). An amendment, adding the possible purpose also to register treatment contacts related primarily to problem gaming instead of problem gambling, was approved in December, 2018. The protocol of the register project has been registered at clinicaltrials.gov (NCT05276193). The establishment of Swedish health care quality registers does not require ethical permission, whereas each separate future research project conducted on the material requires such permission (7, 9–11). The establishment of a quality register in Swedish health care is regulated by a national legislation and applications and local administration are monitored by regional health care organizations (11).



Procedure

Currently, one region (Region Skåne) systematically registers in the present quality register. This registration is carried out by the regional gambling disorder treatment facility of Region Skåne (one of the major regions, including one of the three main urban areas of Sweden), under the governance of the clinical facility of Malmö Addiction Center (Competence Center Addiction, Region Skåne, Malmö, Sweden). Any health care region in Sweden will have the opportunity to adhere to the quality register, and to register treatment contacts involving problem gambling or problem gaming. At the facility owning the register and where registration has started, ~10 patients seek treatment per month, with typically around 25–30 patients in active contact per month. Thus, the number of patients to be registered can expand substantially with the number of health care regions who adhere to the register.

Swedish quality registers are based on an opt-out consent procedure, where individuals in contact with the relevant health care facilities are informed about the register procedures in a standardized way, and with the possibility to opt out from any registration (through a telephone or written contact, or through a personal message to staff of the facility). After a trial period in which applying patients were informed verbally within the treatment contact, patients are now systematically informed (since August 27, 2020) by information letter when they apply to or are referred to the facility.

After the termination of a treatment contact, the variables of the register are completed in a confidential (two-factor coded access) electronic database. A CBT-trained therapist and research assistant (such as the second author of the present paper), carries out the registration, based on available health care documentation from the treatment episode. Data to be registered rely on clinical information originating from the treatment episode carried out. The data registered are based on the content of the patient's health care documentation at the unit (typically from structured assessment at the start of the treatment episode, documented by a physician and by the therapist, along with additional information from subsequent therapy visits). Thus, no self-report procedure is carried out for the registration. Patients are registered with their personal and unique social security number (“person number”), and patients with more than one treatment episode can be registered more than once, and their separate treatment occasions can be identified separately, including for follow-up purposes or in order to exclude duplicates.



Register variables

Several key components of clinical assessment in gambling disorder are systematically included in the register. The choice of variables to include in the register, and the wording of these variables on the data sheet used for data collection and registration, were discussed and reviewed within the steering group of the register, which consists of individuals with long-standing experience of health care work with gambling and other addictive disorders, social work in the municipal setting, issues related to children and concerned significant others of patients with addictive disorders, and representatives with a personal history of gambling problems. The members of this group were affiliated with the health care services in Skåne Region and the Gothenburg Region, the city of Malmö social services, and a major patient's and peer support organization for patients with gambling problems and their families (6).

These variables include (1) date of the initiation of the treatment contact, the patient's gender, age, and occupation, (2) age of onset of problem gambling, (3) types of gambling associated with the present treatment contact, (4) way of referral to the present treatment contact, (5) contact with mental health care, social services, and enforcement agency, (6) history of suicidal acts, (7) alcohol and drugs problems requiring assessment or treatment, (8) central stimulant medications, (9) violence victimization, (10) living conditions including the responsibility for underage children, and the facility's offered interventions for the patient's children, (11) treatment methods chosen for the present treatment contact, and (12) potential addictive pattern related to video gaming, including a treatment need for gaming disorder.

Specifically, each of the main domains assessed in the register is explained by a clinical research and developmental knowledge gap identified, or by a clinical need:


Age and gender

Extensive gender differences have been seen between female and male problem gamblers, both with respect to the types of gambling associated with problems, and with a different time course which is closely associated with a marked age difference between male and female patients. In addition, gambling problems appear to commence at different ages in life in women and men (12). Also, it has been argued that women with gambling problems may face barriers against seeking and receiving treatment, which underlines the need to monitor gender and age of patients seen in treatment. In the present setting, as in other countries, a majority of treatment-seeking patients are men, although there are signs indicating that the proportion of women among problem gamblers is increasing (13).



Type of gambling

While a broad spectrum of gambling types appear on the gambling market, some gambling types may be considerably more common than others in patients with disordered gambling (14), and the distribution of such gambling types may differ over time and across different geographical settings. When relevant, both online and land-based gambling types are included in the data sheet underlying the reporting to the register. The gambling types included in the report sheet include sports betting (live and non-live), casino, electronic gambling machines, bingo, horse race betting, lotteries, number games, card games including poker, and gambling for money within videogames. Importantly, the gambling types registered may not only include traditional land-based and online-based gambling types, but also stock market trading (15).



Other treatment and institutional contacts

Mental health comorbidity, including comorbid alcohol and drug use disorders, is common in gambling disorder (16), as well as suicidal behavior, both expressed as suicide attempts (17) and suicidal ideation (18). In addition, over-indebtedness is common in gamblers (19), and being indebted is known to be associated with suicidal behavior (20). Likewise, one of the most common conditions assessed and treated in Swedish specialized psychiatry is attention-deficit/hyperactivity disorder (ADHD), for which central stimulant medications are typically prescribed. Importantly, a markedly increased risk for problem gambling has been documented in individuals with attention-deficit/hyperactivity disorder (ADHD (21)), highlighting the need to assess this comorbidity among treatment-seeking patients with problem gambling.



Violence victimization

Any history of psychological, physical or sexual violence victimization will be reported. A link between gambling problems and with a history of this type of traumatic events previously has been suggested, although insufficiently outlined and followed in clinical settings (22).



Gaming behavior

In parallel with the establishment of this systematic quality register for gambling disorder, treatment occasions which partly or primarily address problem gaming will also be possible to register. While such clinical interventions are even less developed than those related to gambling, the gaming disorder diagnosis receives increasing scientific and clinical attention, as it has formally been established as a behavioral addiction by the World Health Organization in 2018 (23). Prevalence of gaming disorder is hitherto insufficiently described, with wide variability across studies and countries (24), but a likely association between problem gaming and problem gambling has been suggested to occur in some patients, although it is also clear that the conditions represent conceptually different entities (25). In an additional item of the present register, it is noted if the treatment contact involved a problematic gaming behavior, and whether the type of gaming behavior assessed referred to a single-player, multiplayer, or massively multiplayer online game, or other.



Referral to the present treatment contact

The way of referral to the facility, or the independent treatment-seeking behavior of an individual making a self-referral, is of importance to monitor. This may reflect both the actual treatment seeking of the population (8), and the treatment uptake in other parts of the health care service, such as in primary care, which has been pointed out as an important arena for the screening and referral for problem gambling (26). Other points of referral include, among others self-help groups, social services, and the criminal justice system.



Living conditions including the responsibility for underage children

The problematic situation of children of problem gamblers has been increasingly highlighted (27). In the present register, it is indicated whether the patient lives with a partner, whether the patient lives with any children under the age of 18 years, and whether the child/children have received any type of counseling or support during the treatment contact.



Treatment methods

The treatment method, or methods, used during the treatment contact is registered. This may involve the more typically recommended treatments, such as cognitive behavioral therapy (delivered individually, in group, or online) or motivational interviewing, or pharmacological treatment such as naltrexone or nalmefene (3). Also, other possible options include 12-step-oriented treatment, psychodynamic treatment, or residential treatment.





Discussion

This is a protocol paper describing the rationale and structure of a quality register aimed to improve clinical understanding and structured follow-up and outcome in gambling disorder. Being a novel condition in many clinical settings, despite its long-standing history as an addiction recognized in the community, the treatment of gambling disorder in many settings might require the development of clinical knowledge and systematic cohort data, allowing for longitudinal follow-up of which patient groups are seen, and their comorbidities. Likewise, unlike typical health care registers, the present type of data collection also can give rise to the study of children and concerned significant others in relation to gambling problems. In the present setting, few health care institutions have a long history of treating gambling disorder (14), and in this and other settings, voluntary treatment seeking in patients with gambling problems is known to be a challenge (4, 8).

The understanding of treatment seeking and treatment provision for this disorder will require systematic data collection, which is rarely carried out for behavioral addictions. Building major register databases, for continuous data collection, can provide large-scale data of value for a number of issues difficult to study in smaller, study-specific cohorts. One example is the US veteran databases which have been able to provide key data in problem gambling and other addictive disorders over many years (28). The establishment of the present official quality register will allow for the systematic reporting of treatment seeking, treatment content and key feature of patients seen in treatment. The present type of data will contribute to a better understanding of which patient groups may be less likely to seek or to be referred to treatment; thereby, data originating from this type of dataset may shape future initiatives to optimize treatment content and target screening in vulnerable groups. For example, the extent of online or land-based gambling types in treatment-seeking patients can be monitored and followed over time. Future development and research projects can address knowledge gaps in clinical treatment for gambling disorder, using the present register for non-identified baseline cohort data, and for similar purposes where registers are run against each other in order to identify key variables in gambling disorder treatment and follow-up. While the duration or frequency of treatment, and the details and diagnoses from parallel or subsequent treatments of comorbidity are not included in the register, the combination of the present register (after relevant permission procedures and ethics approval) can be carried out and may contribute to a further understanding of clinical aspects outside of the present facility's key data. Both psychiatric and physical disorders are thereby available for analysis from national patient registers, as described in previous register-based work form the present setting (5). Such combined use of registers, in specific research projects, may also involve registers of prescription drugs available in the present setting, allowing for in-depth knowledge on comorbidities. This may, for example, include the type of dopaminergic compounds (typically dopamine agonists in Parkinson's disease or restless legs syndrome) suspected to cause or increase problem gambling in a sub-group of patients (29).



Limitations

As the present register aims to include nearly a totality of patients receiving treatment at the units included, for the sake of brevity and efficacy in the everyday working situation, only data reported by staff from the treatment episodes are included, rather than self-report questionnaires of similar. For this reason, for example, a quantitative measure of gambling disorder severity cannot be included in the quality register data included here. Other such examples include items about other types of problem behaviors, such as other addictive online behaviors or other behavioral addictive behaviors, which cannot be covered by the present type of structured and intentionally brief documentation-based data collection. Thus, in light of the need for implementation of a systematic data collection and a framework for quality and research projects, the reduced detail level in the data is an inherent limitation of this type of register. This may, for example, include the lack of a severity assessment. Also, as a necessary consequence of the present establishment of a structured clinical data source, the present type of health care quality register cannot provide data on non-treatment-seeking patients with gambling disorder. For this type of analyses, we rely on general population surveys (8, 13, 19).



Ethics and dissemination

For the registration and initiation of a Swedish quality register (7), no ethical permission from a national ethics authority is required. However, the establishment of the register was approved by the relevant authority (the health care region of Skåne, Sweden). Also, the establishment and aim of the register are made public through an online website in original language (Swedish, Registercentrum Syd (9)) and registered internationally and openly on clinicaltrials.gov (NCT05276193). Patients can opt out from registration in health care quality register of the present type in Sweden. No data which can be linked to an identified individual is published from the register. However, any future scientific evaluation of the data in the register requires such permissions, specifically for each research project. The format of Swedish quality registries, their role as a potential basis for future research projects, and the need for ethical permissions upon such future projects, have been described in the literature (10).

The steering group of the register contains representatives from a national peer support organization for patients with problem gambling, and for their relatives. Data from the quality assessment of the register, including annual changes in the distribution of treatment-seeking patients, will be disseminated in public and to policy makers and peer support organizations regularly.
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