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Introduction: Mild intellectual disability or borderline intellectual functioning (MID/BIF) are common in people with severe mental health problems (SMHP). Despite this, there is a lack of treatments adapted for this group of clients.

Methods: This qualitative study describes the development of a new intervention, guided by the principles of action research, for people with SMHP and MID/BIF and mental health professionals to help them talk about all aspects of the process of recovery. The intervention was developed in four cycles and in close cooperation with mental health professionals, experts by experience, other experts in the field of SMHP or MID/BIF, and clients. During all cycles there was a strong focus on the content of the intervention, exercises, understandable language, and drawings for visual support.

Results: This resulted in the intervention “Routes to Recovery,” which covers both complaints and strengths, coping strategies, helpful (social) activities, and how to determine future steps in a recovery plan.

Discussion: Routes to Recovery is a first step in helping professionals and their clients with SMHP and MID/BIF to have a conversation about personal strengths and what the client needs to recover. Future research should investigate the effects of this intervention.
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Introduction

Mild intellectual disability or borderline intellectual functioning (MID/BIF) are common in people with severe mental health problems (SMHP). Research shows that whilst intellectual disability commonly remains unnoticed, it is an important factor in treatment and recovery of people with psychiatric conditions (1–3). There is evidence suggesting that people with intellectual disability may not benefit from recovery oriented care as much as people without intellectual disability (4). Given that there is a paucity in adapted treatments (1), and matched care approaches are often suboptimal (5), this would indicate that there is a need for interventions that are comprehensible for people with MID/BIF in order to improve their chances for recovery.

Current mental health care aims to provide recovery-oriented treatment for all people with SMHP (e.g., psychotic-, bipolar-, and personality disorders, polysubstance abuse, combined with severe dysfunction after a 2 year history of mental health care) (6, 7). Recovery can be defined as a personal process of learning to live better with (severe) mental health problems and it involves more than recovery from the illness itself (8, 9). In recent decades, the recovery movement has become more prominent in Western countries; it states that, rather than just remission of the symptoms of disease, recovery is a journey with many characteristics. It is an active, unique non-linear process with stages or phases, it is a struggle, and most often a life-changing experience (10, 11). Recovery is not only about remission of symptoms of disease, internationally known as clinical recovery, because mental illnesses are often persistent. Therefore it is important for people to learn to live with their vulnerabilities and start a process of strengthening resilience (12). This “personal recovery” as it is termed, is probably the most central and important dimension of the recovery concept (13, 14). The characteristics of the personal recovery process are summarized thoroughly in the CHIME conceptual framework (10). This framework is widely endorsed, and contains the elements of connectedness (e.g., relationships, being part of the community), hope and optimism about the future (e.g., belief in possibility of recovery, motivation to change), identity (e.g., rebuilding/redefining positive sense of identity, overcoming stigma), meaning in life (e.g., meaning of mental illness experiences, spirituality, meaningful life and social roles and goals), and empowerment (personal responsibility, focusing upon strengths, control over life). The optimistic themes of CHIME can be supplemented with the difficult experiences of recovery, CHIME-D, for further understanding and recognizing people’s struggles to recover (15). The longer someone copes with SMHP, the more likely he or she is to forget what it was like to lead a life without illness. For this group it can be difficult to retain self-esteem, and their own values and opinions. It takes time, and courage, to regain, maintain, and appreciate your own strength (16). The interaction between challenges (risks) and resilience factors is critical to ongoing recovery and its maintenance (17).

In recent years, an increasing number of interventions aiming at personal recovery have been introduced, such as Illness Management and Recovery (18), Wellness Recovery and Action Planning (19, 20), “Recovery is up to you” (21), and Toward Recovery and Empowerment and Experiential Expertise (TREE) (22). However, one factor that is important, but often overlooked in treatment and recovery of people with SMHP, including in most of the above-mentioned interventions, is the level of intellectual functioning (4).

MID/BIF, which is characterized by problems with intellectual functioning combined with problems with adaptive functioning, is very common in people with SMHP (23–27). Although extensive international studies are lacking, the prevalence of MID/BIF in people with SMHP is most probably high. Percentages of confirmed or suspected MID/BIF vary from 27% in the outpatient setting for people with common mental health disorders to 42% in community mental health teams clients and admission wards, to almost 67% in long-stay wards. Intellectual deficits caused by cognitive decline are estimated at 7% (1, 28–30). About 34% of the people with intellectual disability have a co-morbid mental disorder. In addition, people with borderline intellectual functioning (BIF) are more likely to suffer from mental disorders and substance misuse (24, 31, 32).

People with MID/BIF experience stress on a daily basis, mostly caused by interpersonal interactions and coping challenges (33). Compared to the general population, people with MID/BIF experience more societal issues, such as difficulty finding a job, and social judgment challenges, making them more socially vulnerable (34). Additionally, they are more likely to be socially isolated, which is a risk factor for mental health problems (35, 36). Nevertheless, they pursue a self-determined life in which they can make their own choices and take responsibilities (37). Professionals face the challenge of looking for appropriate support strategies for persons with MID/BIF and additional mental health problems, with attention and caution about asking too much of clients on the one hand and offering choice and empowerment on the other (38).

In recent years, there has been an increasing interest in adjustments professionals can make in their communication with people with MID/BIF. While understandable communication is crucial for all people, people with MID/BIF in particular would benefit from accessible language solutions (39). Verbal and written language in current mental health treatment is often too difficult for people with SMHP and MID/BIF. Visual support, such as illustrations, pictograms and exercises, is the exception rather than the rule, even though it is a necessity to support understanding and learning in this group (40). Furthermore, non-stigmatizing language is recommended by using person-first rather than disorder-first language for people with SMHP or substance abuse (41). Currently, no literature is available on how to combine non-stigmatizing language with accessible language solutions for people with both SMHP and MID/BIF.

Although people with MID/BIF experience higher rates of mental health problems compared with the general population (42), there is some evidence that people with mild intellectual disability in particular benefit less from regular mental health treatment (4). Reasons could be poor recognition of MID/BIF in clients with SMHP and failure to include a classification or diagnosis in medical files (3). Also, mental health practitioners receive little education in MID/BIF, as a result of which they often feel insufficiently capable of offering treatment to clients with SMHP and MID/BIF, which in turn leads to a reluctance to act (43, 44). Another reason can be the lack of treatment adapted for people with both SMHP and MID/BIF (1). However, there are some inspiring examples. Modifications in group therapy treatment, such as assessing their understanding of difficult concepts (e.g., psychosis, stress, relapse), followed by explanation and improving their knowledge, empowers them and enables them to better identify early signs of illness (45). Furthermore, an intensive personalized rehabilitative support intervention has shown positive results in a treatment for psychosis combined with MID/BIF. Participants improve in multiple areas, such as quality of life, well-being, reductions in unmet needs and increase in global functioning (46). The life story intervention “Who am I?” uses methods from narrative therapy and life review therapy, and was developed for people with both MID/BIF and psychiatric problems. Findings show improvement in experienced mental health problems, in particular for depression, anxiety, obsessive-compulsive complaints and interpersonal sensitivity (47). The intervention “This Is Me” (48) helps people with SMHP to (re)discover their identity and a renewed sense of purpose, and was developed with due consideration for cognitive and communicative disabilities.

Current practice demonstrates that mental health professionals need more detailed guidance to start a conversation about recovery with their clients with both SMHP and MID/BIF. Given the lack of educational and insightful methods that are available for this group of people, the development of training packages regarding the treatment in standard mental health care settings is warranted (1). The current study entails the development of a Dutch recovery-oriented intervention in mental health care for people with both SMHP and MID/BIF. Central questions in the development of this approach include how content, assignments, language use, and visual support should be designed in order to make the intervention understandable, educational, and attractive for people with SMHP and MID/BIF. This would provide guidance to professionals.



Methods


Design

The idea of developing the intended intervention was prompted by “a problem” we had experienced. We formulated this problem as follows: in daily professional practice, many clients had a literal and limited understanding of the concept of recovery, namely complete recovery without any remaining complaints (clinical recovery), rather than recovery being the process of understanding one’s personal wishes and strengths despite the remaining symptoms, and being able to lead a meaningful life. Current methods and tools are not sufficient for people with MID/BIF to understand the term “recovery” and be guided through the process. At the same time, professionals lack the tools to guide clients appropriately, which may prevent them from engaging in a conversation about recovery.

We adopted a qualitative method based on the principles of action research to develop an intervention for mental health professionals and clients with SMHP and MID/BIF to discuss the clients’ process of recovery. In action research, the research process itself aims to initiate action, in this case by improving professional practice and at the same time developing knowledge about this improvement by using a cyclical process (plan, act, observe, reflect, revise plan) (49).

We put together a small research team, including a peer support worker, a job coach who also works as an artist, an illustrator with lived experience in mental health, a nurse practitioner and two scientists with expertise in psychiatric rehabilitation and recovery.

The medical ethic commission (METC) Leiden Den Haag Delft gave ethical consent. All participating clients received information about the research in easy, understandable language and provided their informed written consent.



Setting and population

In Netherlands, people living at home with SMHP often receive treatment from a multidisciplinary team according to the flexible-assertive community treatment (F-ACT) model (50, 51). These “FACT teams” can flexibly vary the intensity of services from assertive outreach (upscaling) to recovery-oriented treatment and rehabilitation (downscaling), according to the clients’ needs. Mental health professionals in a team all share the caseload of that team. Professionals and clients from eight FACT teams participated in the current study. These teams operate in the southern part of Rotterdam, and provide care to about 2000 clients. In the area covered by the participating FACT teams, 63% of the inhabitants have a migration background. Nearly 15% of the residents of this area have a long-term low income (52). Rotterdam has the highest proportion of poor residents in Netherlands (53).



Procedure and participants


Preparation of the intervention

The research team developed a first prototype of the intervention as input for the first round of data collection, based upon the four main topics of interest from the literature: content (what to discuss), assignments, understandable language, and -visual support. This first prototype mainly consisted of text, based on literature about recovery, with explanations about the following subjects (content): mental health issues, what recovery is, different types of recovery, different phases of recovery, elements of CHIME-D (connectedness, hope and optimism, identity, meaning in life, empowerment, and difficulties) and effective strategies (approaches that help). We paid attention to the use of short sentences, to the avoidance of difficult words, and imagery. We also added some example assignments, such as questions about picking up social roles again and what to change, meaningful things in life, true or false questions about functioning in daily life (e.g., “I have fixed appointments during the week: true or false,” with space for written comments. The last assignment, at the end of the prototype, consisted of some questions about recovery, for example “Telling your own story contributes to recovery: true or false?” or “Recovery is the same as healing or getting better: true or false?”) The research team also made some suggestions for drawings, such as showing that a recovery process is not a straight line upwards, the different phases of recovery, and discovering your talents and own strengths.

After this preparation, four cycles followed with data collection and interim adjustment of the intervention by the research team. In each of the four cycles, the wheel of plan > action > observe > reflect > plan (49) was followed (Figure 1). A total of 68 participants (professionals n = 23, experts n = 19, and clients n = 26) participated in the course of the study through to the development of the final intervention (Supplementary material 1). The study was conducted in Dutch and English translations are presented in this article for ease of reference.
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FIGURE 1
 Visualization of design-focused action research [figure based on (54)].




Cycle 1

In this cycle, our research team presented a first prototype of the intervention. We invited eight mental health professionals (Supplementary material 1) from the FACT teams in our organization to join and discuss this first prototype in a focus group. In this first cycle, we aimed to generate further ideas about content, assignments, use of language, and visual support. We used a topic list (Supplementary material 2) for gathering the information. To receive optimal input, we asked professionals with varying professional expertise, but they all had affinity with working with people with MID/BIF in mental health care (selected sample).

We recorded the discussions for data collection and met with the research team to discuss outcomes and adjustments. Subsequently, the research team gathered to reflect on the new information and make adjustments to our preliminary intervention materials.



Cycle 2

Data collected in the first focus group with mental health professionals provided input for further improvement of the intervention. We designed a new prototype of the intervention with visual support by the illustrator with lived experience in mental health. We presented this modified intervention to nineteen experts across the country. In the recruitment of these experts we combined a targeted sample with snowball sampling. There was no fixed list with all the experts we wanted to include at the beginning; we were open to suggestions from the experts we met on including additional experts. The final group of experts consisted of professionals with as many different backgrounds and opinions as possible, including nine experts by experience, five of whom had intellectual disabilities (Supplementary material 1).

We held the first semi-structured interviews in January 2020, using a topic list (Supplementary material 2). The interviews lasted 1 hour on average and we conducted them face to face until the Covid-19 pandemic started. From March 2020 we conducted interviews online. Three experts by experience of MID/BIF were interviewed by their supervisors at the affiliated university, because these experts needed more time and guidance. The experts had knowledge about recovery in mental health, about MID/BIF or both, and we asked them to evaluate the intervention drawing on their own expertise. We aimed to receive targeted feedback on the content, assignment, use of language and visual support, as detailed as possible and if possible with suggestions for improvement and further development. The experts indicated valuable points for improvement. We used insights that emerged during the interviews immediately, to make adjustments to the prototype as quickly as possible. For example, one of the expert pointed us to the Dutch guidelines for accessible or easy language “Taal voor Allemaal” (“Language for All”) that was being developed at the time. From then on, we have applied these principles as much as possible.



Cycle 3

In Cycle 3, we showed the revised prototype of the intervention to clients with SMHP and MID/BIF. Clients completing a different (generic) recovery program, similar to illness management and recovery (IMR) (55), were invited to review the new prototype of the intervention targeted at people with MID/BIF. These clients had already followed a 1 year recovery group training program in our organization (selected sample) and, therefore, they had some “recovery experience.” We asked these clients to review the new intervention in a focus group and give their opinion on this intervention chapter by chapter. We organized two focus groups to gather general opinions and impressions from clients before presenting the prototype to individual clients. In addition to the four main themes, these clients paid special attention to user-friendliness, attractiveness, clarity of the pictures, and the exercises. After the focus groups, the research team reconvened for reflection and to make adjustments.



Cycle 4

All mental health professionals in the eight FACT teams either received an e-mail with an invitation to join the study with a client from their own caseload or were approached by us personally for participation. We asked them to use the latest prototype of the intervention in the individual client’s treatment, with the client’s consent, from June 2021 until April 2022. In this cycle, we used self-assessment forms (Supplementary material 3) to collect the data. In this round, we examined the experiences and opinions of the clients and professionals with regard to the four main themes, for each chapter (sections in the intervention). There was a separate form for the professional. The professional helped the client with reading or filling out the form if necessary. Additionally, we asked professionals how many sessions they needed for the intervention, whether the manual was helpful, what worked well and what issues they encountered, points for improvement, and what the intervention could add to their treatment. The last question at the professionals was whether the intervention also provided input for a treatment or crisis plan.




Data collection and evaluation

Prior to the first cycle, we collected topics and objectives from the relevant literature in order to shape the first prototype of the intervention and to use as categories for our coding tree. In cycle two and three, we collected our data through focus groups, interviews, and in cycle four we used fill-in forms. Focus groups and interviews were recorded with consent, written out verbatim and sent to the participants (only the professionals and experts) to increase credibility. We asked participants for their approval and response. All respondents gave their approval, and six gave a response. During the fourth cycle we used self-assessment forms (Supplementary Material 3). Professionals and clients answered questions after each chapter about the four main themes. There was also space for extra comments and notes. Content analysis in MAXQDA (56) was used to label the transcripts collected during focus groups, interviews and fill in forms, based on results after each cycle. The researchers labeled the data and classified it into the categories of content (topics, but also layout and structure), assignments, language use, and visual support. Between cycles, the research team got together for reflection and adjustments. We recorded the broad outline of the research, doubts, discussions, considerations, adjustments, and decisions made in a logbook. In case of conflict, the opinion of clients was decisive (Supplementary material 4). We recorded the details in meeting minutes.




Results

Four rounds of data collection were followed by reflections on the findings of each individual cycle and modifications to the intervention. We will present the results per cycle, and the new insights and modifications based on those results. The details of the results are presented in more detail in Supplementary material 5.


Cycle 1, mental health care professionals

The feedback in this round indicated several missing topics, exercises that required adjustments and the need for more drawings, for example about connectedness:



“And I would also like to see an image of a person, […], but in the midst of other people. Also so that you portray that you are not alone.”

 

The layout of the prototype required substantial adjustments: a larger font, more writing space, more colour and a clearer structure and more visuals. Nevertheless, all participants considered it a good starting document. Participants considered a manual for professionals as helpful, though the manual should not be too prescriptive.


New insights, reflection, and modifications

After the first focus group, we approached an illustrator with lived experience of mental health problems to make simple and clear pictures. Also, a list of themes for pictures emerged, for example recovery not as a straight line, the stages of recovery, and connectedness. We added missing topics, such as more attention to social relationships, addiction, and balancing stress/vulnerability and personal strengths. We did not include the missing topic of assertive behaviour, because modules on this already exist (57).

We added exercises such as a doll with two faces: one side highlighting experienced mental health problems and limitations and one side highlighting talents, positive qualities, and hobbies. We kept the true-or-false questions for the next cycle and clarified the explanations of assignments. We adopted the suggestion to add a scoring scale with emoticons/faces to assess the severity of psychological symptoms. Regarding language, the short sentences remained, but the many questions asked in succession were deleted. All layout changes were implemented. We added a question about a manual to the interview questions for the experts.




Cycle 2, experts

The experts had different backgrounds, e.g., experts by experience mental health or intellectual disabilities, psychiatrists, psychologists, social work.

In terms of content, missed topics were: a client’s introduction to who you are; and adequate/inadequate coping strategies.



“I think there is a need to look more extensively at what coping strategies people have. Withdrawing or, on the contrary, entering into unlimited contacts and calling everyone.”

 

The experts provided comments and areas for improvement in the exercises, ranging from an exercise that many experts found too difficult (the puppet with the two sides) to an exercise that did not reveal any points for improvement (“This helps me in my recovery”). Experts in the field of inclusive language made the following suggestions: start each sentence on a new line, do not use questions in the running text, do not use commas, and do not use connecting words that make a sentence longer. Experts also pointed to too much nuance and duplication. Almost all experts who did not have a background of first-hand discussed about how to talk about “psychological complaints.” Experts by experience themselves were not concerned about the precise choice of words, finding “psychological complaints” to be the clearest. Sometimes it was important to use different words, for example “move on with your life” instead of “live beyond the illness.”

In general, experts liked the pictures but found some to be very complicated. Experts by experience of intellectual disabilities were critical of the facial expressions. All experts found the intervention of added value for treatment.


New insights, reflection, and modifications

As we spoke to more experts, the text also became longer and more nuanced. Two experts warned against too much text and nuance, and recommended deleting entire sections of explanation. During the reflection we concluded that we were too eager to please everyone. We therefore followed the advice and shortened the text.

The drawing of the puppet with two sides – problems and strengths – was deleted because it was too abstract and complicated.

A 10-point scale was replaced by a 5-point scale with five faces, a visual analogue scale (VAS), from very happy to very sad. The closing questions were replaced by questions such as “What do you want to remember for the future?” One expert advised us to add the question: “What would the artist have wanted to express with this picture?” when we presented the prototype to the client, to become clear whether they really understand the pictures.




Cycle 3, clients with SMHP and mid/BIF with “recovery experience”

The clients already knew each other and therefore probably dared to speak more freely. In addition to the four main themes, they paid special attention to user-friendliness, attractiveness, clarity of the pictures, and the exercises. As examples of inadequate coping we mentioned drinking alcohol, using drugs, and isolating yourself. All clients missed other subjects, such as take too much medication, not using medication, too much smoking, eating more, and stopping eating. All clients were positive about the introductory assignment “Tell us who you are, what you like and what you are good at.” Mentioning their own strengths is difficult for all clients. They experienced all other assignments as useful and clear. Clients had no problems with the choice of the wording “psychological complaints or problems” and they wondered what else to call it. They unanimously shared the opinion that the text was generally clear and easy to understand. In general, clients sometimes found some of the pictures very clear, did not understand others (e.g., a balancing puppet with two weights in his hands with the words “strength” and “complaint”; clients’ first thoughts were that he was a bodybuilder). They also gave comments and suggestions for improvement for other pictures. A recurring theme was the puppet’s facial expression, where the criticism was often that the puppet had a grumpy facial expression. An example of a picture that was immediately understood is the picture belonging to Stage 1 of recovery: “being overwhelmed by the condition,” or in easy language, “your complaints are in charge” (Figure 2):


“As if he (the puppet) is a bit confused” and “that he has to take in too many things, because he has too many things in his head.”
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Figure 2
 Collage of drawings that were positively received. (A) Your problems are in charge; (B) Carrying on with your life; (C) Recovery is an up-and-down process; (D) Day–night rhythm; (E) Recovery works better together.



New insights, reflection, and modifications

Generally, clients critically evaluated the intervention and mentioned many points for improvement, including very detailed (formatting) points. We adopted improvements regarding formatting and layout and added, or deleted many spaces, dots, writing lines, and check boxes. We also adopted the recommendations in terms of content and added the missing topic of “inadequate coping.” In addition, we rewrote the explanation of fulfilling social roles in one’s life, and adapted the types of recovery to make them more structured and organized.

Clients generally evaluated the assignments positively. Only the assignment about strengths was not immediately clear. We added the suggestion that people could discuss this with each other or with other people who are important to them. The unclear sentences and words were changed. For example, the words “clumsy coping” has been changed to “not helpful coping,” and the words “social roles” were changed to “social contacts.” Most of the comments concerned the pictures. In total, three pictures were removed completely and three new ones were added, including another new picture in the “getting involved again” section. The facial expressions of certain pictures were changed. This modified prototype was used by participants in the next cycle.




Cycle 4, individual mental health professionals and their clients

Clients found it important to talk about recovery and appreciated the attention paid to both complaints and strengths, although they all found it difficult to name their own strengths. The chapter “recovery takes time” was relevant but people also found it confronting. They found it interesting because you could see the stage they were in at that given time. When they came to the end of reviewing the prototype, in the recovery plan section, they were happy to see steps they could take in the future. In general, clients found the assignments fun and meaningful. They varied in their views of the writing assignments, most found them fine but a few found them a lot of work and no fun. They perceived the multiple choice checklist as nice and “thinking tasks” as difficult but also important. Clients understood the language well, and it was clear what was expected of them. Some words needed more explanation, especially for clients with Dutch as a second language. Professionals automatically explained difficult words themselves. While not everyone understood all the drawings, the majority of participants found the drawings fun, helpful and clear except for minor areas of improvement. However, for a minority of the clients, the drawings had no added value at all and they paid no attention to them. Some clients missed a drawing in the chapter about strengths. Clients unanimously responded positively to the VAS (faces scale).

Professionals unanimously agreed that this intervention was a nice method with clear explanations, a positive approach, and appropriate for positive psychiatry. It helped professionals to give substance to a recovery-oriented conversation and helped the client to gain more insight into themselves. Professionals expressed positive views on the topics covered:



“Themes that are considered self-evident do not normally always come up in a treatment. Using this intervention make sure they do.”

 

Professionals gave several points for improvement, including explaining the same thing twice and page layout, and they suggested a digital version. All professionals felt that the method helps increase the client’s understanding, and that the professional mental health workers can use the outcomes of the intervention for the treatment and crisis plan.


New insights, reflection, and modifications

We expanded the chapter on the topic of “strengths” because it was quite small compared to other chapters, while everyone (both clients and professionals) found it an important chapter. We added a list of examples of strengths, that clients can check if desired. The chapter “Types of Recovery” was large and confusing, and needed more structure. Possibly the use of sections and adjustments to the layout could improve this. The recovery plan section asked “What do you need to achieve that goal?” We provided the question “I need this” with additional explanation (e.g., “Think for example of people who can support you in this” or “What are your own strengths that you can use here?”). Clients did not understand all the drawings immediately. We decided to give the drawings titles, in the hope of improving understanding and opening up the conversation about the drawings a little more. Also, we added a drawing in the chapter of “Strengths.” Clients appreciated the VAS, which was in line with the response of the focus group in Cycle 3.

The final prototype contains the following chapters: introducing yourself, problems, strengths, recovery, recovery takes time, types of recovery, recovery plan and the last chapter, coming to a close. All chapters alternate comprehensible text with illustrations (visual support) and assignments. The different prototypes had led to the intervention “Routes to Recovery” (Supplementary material 6, an English translation of the intervention). The intervention is only investigated in Dutch language.





Discussion

This article outlines the development of a recovery-oriented intervention in mental health care for people with both SMHP and MID/BIF, which provides guidance and a concrete tool for professionals. This intervention aims to encourage professionals to engage with their clients with SMHP and MID/BIF and discuss all facets of recovery in order to provide tailored services to these clients. The study demonstrated that clients felt it was important to talk about recovery and the steps they can take in the future, but had difficulty naming their own strengths. Throughout the study, clients gave many helpful suggestions for improving the intervention. Professionals experienced the intervention as a positive approach that gave substance to a recovery-oriented conversation and thus provided the client with greater insight into their own recovery. According to the feedback from mental health professionals, they can use the intervention to complement the usual treatment and readily available methods. Outcomes from the intervention that provide insight into complaints, inadequate coping, strengths, and things to do that help in recovery can be used as input for the crisis plan. Outcomes that include recovery goals, as mentioned in the recovery plan, can be incorporated in a treatment plan, as used in regular mental health care. Interestingly, some professionals said that the intervention was especially useful at the beginning of treatment, when formulating goals, while others seemed to find this intervention useful at the end of treatment, to see if there were any outstanding goals. Professionals and clients provided feedback on four main themes: content, assignments, understandable language, and visual support (drawings).

In terms of content, clients felt it was important to talk about mental health problems they were experiencing, and they were able to name these easily. They could not name their own strengths and often needed help. This is consistent with a study in which young people with disabilities rated themselves lower on each character strength than young people without disabilities (58). In disability care, limited but increasing attention has been paid to personal strengths and positive psychology (58–60). One study of the character strengths of people with disabilities used an international dataset from the via Institute on Character. It indicated that the top five character strength scores were love of learning, honesty, fairness, judgment, and appreciation of beauty and excellence (59). Clients also felt it was important to talk about steps they can take in the future in the “Recovery plan” chapter. Promoting self-determination and opportunities for people with intellectual disabilities to make their own choices has become a best practice (61). People with ID indicate that living a self-determined life means making choices and working towards goals (37). It starts with person-centered planning to identify what is important to a person, and a focus on the individual’s dreams, personal preferences, and interests (62).

In the earlier cycles of the current study, participants identified many points for improvement in the designed assignments. Consequently by the fourth cycle, the pilot, the exercises had been developed further and they received mostly positive feedback. All clients understood the visual analogue scale (VAS; five faces) well, which we used to score the burden of psychological symptoms, and the satisfaction with their own strengths. This is in line with recent research (63) indicating that there is moderate confidence that VAS scales can produce reliable and meaningful results in people with MID/BIF to depict pain and emoticons, although we used it for mental burden and satisfaction with strengths. While open-ended questions can be used to ask for opinions (63), the question “What are your strengths?” was too difficult in terms of its content as we mentioned before. We hope to have solved this problem by adding the suggestion to ask for support (34) from significant others and to think about what the person used to be good at, before his/her mental health problems emerged. This latter adaptation fits into a solution-focused approach, in which asking about and exploring times when the problem was less severe is an integral part; this has also been investigated for people with ID (64). The “yes/no” questions in the section on rhythm and regularity were also felt by clients to be useful and clear, and had space for comments. There is high confidence that this type of question is understood by people with MID/BIF (63).

The use of understandable language was already a focus when writing the first prototype, in the sense of aiming to use short sentences, as few difficult words and as little abstract language as possible. Nevertheless, as the project progressed, we encountered additional requirements and rules for making language as understandable as possible. We adopted the Dutch guidelines for accessible or easy language “Taal voor Allemaal” (“Language for All”), and asked experts in the field to review our text. Although the adjustment of language also worked well in other research (65), just adapting the language does not suffice to increase understanding. A later review (66) demonstrated that individually tailored information is likely to better meet the personal health information needs of people with ID. This likely means for this recovery intervention that professionals will sometimes need to help their clients translate the information provided in the intervention to fit their own personal situation.

Finally, our clients varied in their opinions about the use of drawings for visual support. This is consistent with research showing that clients also have a preference for the type of images used, demonstrating that it is partly a matter of personal taste (67). In our intervention we used illustrations; illustrations are more symbolic and convey more general messages (68). This may explain why not everyone understood all the pictures. Although we showed the pictures to people with SMHP and MID/BIF in a pilot test (63), they did not improve the understanding for all participants. Clients rated the pictures as fun and sometimes helpful, but it remains unclear whether the pictures helped them understand the text. Pictures accompanied by an explanation did seem to convey the intended meaning better (69). Therefore, we added titles to the illustrations after the pilot study. It is the combination of text and illustrations that provides understandable information (67).

The United Nations Convention on the Rights of Persons with Disabilities states that persons with disabilities have the same rights as everyone else (70). People with intellectual disabilities should therefore have the same rights to appropriate mental health care treatment, even if it means making adjustments to make it accessible for people with intellectual disabilities. This may be where a next task for mental health care providers lies: setting structural adaption of treatment in motion and taking down unnecessary barriers, such as inaccessible language. A recent report in Netherlands pointed out that more attention is needed for participation of people with intellectual disabilities. A worrying trend in recent years is that people with intellectual disabilities almost always have the lowest level of participation (71). People with both intellectual disabilities and SMHP are likely to experience even more problems with participation. We hope that engaging in a conversation about recovery, including rediscovering strengths, also contributes to societal recovery of clients with both SMHP and MID/BIF.


Strengths and limitations

To our knowledge, this is the first conversation intervention on recovery for people with SMHP and MID/BIF that has been developed with the help of professionals, experts by experience and other experts, and with the help of clients receiving treatment from the mental health services. To increase reliability, researchers from different backgrounds and perspectives were included in the research team to promote research triangulation. The long development period of nearly 4 years allowed the inclusion of many different participants and perspectives. Although no person with an MID/BIF participated in the research team for the entire research cycle (which is considered as a best practice), the active involvement of people with an MID/BIF was central to this study and added value (72). In Cycle 4, the intervention was administered to the client by the client’s own professional, rather than by the researchers, to avoid socially desirable responses and to gather opinions from clients and professionals. Piloting the intervention gave us a more realistic idea about the usage of the intervention in daily practice. There is little to say about the duration of the intervention, as this was customized to suit the client. Some took three sessions and others twelve. This can be explained by the large differences between clients in terms of cognitive ability, degree of concentration, whether Dutch is the mother tongue, and possibly other factors. For some clients it can be appropriate to use the intervention at the beginning of the treatment, as an introduction and to set goals, but for clients who have been in treatment for a long time it can also be a way to see what stage they are at in terms of treatment and recovery.

Several limitations regarding this study should be mentioned. First, we investigated clients with MID or BIF as one single group (MID/BIF). This MID/BIF label is often used in Netherlands, while differences also exist within this group in their personal and environmental characteristics (73). Also, the international literature often deals either with the MID group or the BIF group. Second, a limitation is that we did not have someone with intellectual disability in our research team, helping us to write the intervention (the booklet) and conduct the study. This could have improved our project. Third, we aimed to provide guidance to all professionals to help them start a conversation about recovery with their clients with both SMHP and MID/BIF. Unfortunately, professionals who have no affinity with the MID/BIF target group hardly participated in the study, and therefore it is not possible to say how they perceive this intervention. Only one of the fifteen participating professionals in the pilot round had no affinity at all, and two had limited affinity with the target group. Given that MID/BIF is common among clients with SMHP, this intervention may well be particularly necessary, for professionals who currently say they have no affinity with the target group. Finally, we did not test the manual “Points to consider in conversation, with a workbook on recovery.” Experts recommended this manual, but unfortunately in Cycle 4, professionals thought the question was about the intervention rather than the manual. Titles accompanying the pictures, to support understanding, were added after Cycle 4 and were therefor also not examined. As a result, we lack information about the added value of the manual and the pictures, and possible areas for improvement.



Conclusion

Developing the intervention “Routes to Recovery” (Supplementary material 6, translated from Dutch) is a first step in supporting clients with SMHP and MID/BIF and professionals to engage in a conversation about personal strengths and what the client needs in his/her recovery process. A crucial finding was that clients could easily name their mental health problems, but had difficulty acknowledging their own strengths, and often needed help in doing so. This intervention incorporates understandable language about all facets of recovery, with illustrations and exercises. Routes to Recovery complements other regular forms of care, and the outcomes can be incorporated in a treatment and crisis plan. This makes it a potentially useful and usable method for everyday professional practice, in a variety of mental health care settings. Future research is needed to investigate the effectiveness of the intervention as well as the process by which the implementation can be implemented in routine.
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