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Abstract

:

Background: Research on the decisional capacity of schizophrenia and bipolar disorder patients mostly reflects the hospital context. Aim: To describe the views of patients, psychiatrists, and caregivers on the capacity of individuals with schizophrenia and bipolar disorder to make everyday decisions on their care related to their illness. Methods: A survey was conducted among schizophrenia and bipolar disorder patients, psychiatrists, and caregivers (June 2019 to January 2020; seven countries). A questionnaire was emailed to members of the Global Alliance of Mental Illness of Advocacy Network—Europe (GAMIAN; patients) and the European Federation of Families of People with Mental Illness (EUFAMI; caregivers) and to psychiatrists who voluntarily agreed to participate. Questions referred to patients’ involvement and capacity for healthcare decision making, and to barriers to and opportunities for autonomous decision making. Frequency, agreement, and importance were rated on Likert scales. Descriptive statistics were conducted. Results: 21 schizophrenia or bipolar disorder patients (52.3% female; mean age (years) ± SD: 50.71 ± 12.02), 11 psychiatrists (18.2% female), and 15 caregivers (86.6% female; 100% family related) participated in the survey. In total, 86% of patients felt frequently involved in decisions about everyday care and medications, and 91% of psychiatrists and 40% of caregivers perceived the same; 38% of patients felt frequently involved in decisions about the use of acute symptom medications, and 57% on care planning, and 55% and 82% of psychiatrists, and 40% and 53% of caregivers, respectively, believed the same; and 86% of patients, 91% of psychiatrists, and 47% of caregivers agreed on the capacity of schizophrenia or bipolar disorder patients to value the implications of taking medicines to prevent acute psychotic crises. Poor understanding and training are barriers, while advocacy and increasing interest in patients’ needs are opportunities for increasing autonomous decision making. Conclusions: Stakeholders concur that schizophrenia and bipolar disorder patients have the capacity to make everyday decisions around their care related to their illness, including acute symptom management. Barriers and opportunities exist to foster autonomous decisions among mental illness individuals.
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1. Introduction


Decision making is the cognitive process that results in the selection of an option among several other possibilities, and it is central in healthcare [1]. Some individuals with serious mental illnesses exhibit decreased decision-making capacity, which limits their ability to independently and meaningfully take social, medical, and financial decisions [2]. This is particularly challenging for schizophrenia and bipolar disorder patients, where impaired insight and cognitive performance may further decrease their decision-making capacity [3,4]. In consequence, their decision-making capacity varies over time and with the type of decision to be made [3,5]. Several studies reveal that schizophrenia and bipolar disorder patients retain the capacity to make treatment and other healthcare-related decisions despite impairments at some stages of the illness, and this can be fully recovered after treatment [6]. Supporting mental illness patients’ decisional capacity is crucial as it leads to improved health outcomes and patients’ health-related quality of life [7,8,9].



A patient-centered approach to healthcare and decision making has a significant and favorable impact on patients’ satisfaction, treatment adherence, and outcomes in both schizophrenia and bipolar disorder individuals, but also in other mental and non-mental health conditions [10]. Although a great amount of discussion and negotiation occurs between patients and physicians around medications for schizophrenia or bipolar disorder, healthcare providers’ decisions tend to dominate the patient–physician relationship, which indicates that there is still room for improvement in the area of patient empowerment [11,12].



Much of the research done so far about decision making capacity in schizophrenia and bipolar disorder has been conducted in hospital settings, around compulsory admissions and treatment, but there is a knowledge gap in the community setting and in the capacity to make everyday life healthcare decisions [13]. Younas et al. (2016) noted that one of the barriers to overcome regarding decision making about antipsychotic medication in individuals diagnosed with serious mental illnesses is patients’ insight about their capacity to make decisions [14]. The aim of this study was to explore the views of patients, psychiatrists, and family caregivers about the capacity of individuals with schizophrenia or bipolar disorder to make sound decisions about their healthcare and pharmacological treatments for their psychiatric illness. Having a better understanding of their perceptions is an important step toward improving the chances for an active involvement of patients in healthcare and treatment decisions.




2. Methods


2.1. Design of Study


This was an exploratory, descriptive, observational, cross-sectional study based on a survey conducted among schizophrenia and bipolar disorder patients, psychiatrists, and family caregivers between 1st June 2019 and 31st January 2020.



Two psychiatrists with expertise in assessing decisional capacity in patients with severe mental disorders and two representatives of the Global Alliance of Mental Illness of Advocacy Network—Europe (GAMIAN) and European Federation of Families of People with Mental Illness (EUFAMI), respectively, formed a study advisory board. This was created to guide the development of the study.



GAMIAN is a patient-driven pan-European organization, representing and advocating the interests and rights of persons affected by mental ill health [15]. Its main activities relate to advocacy, information, awareness raising and education, and partnership and capacity building. EUFAMI is an international non-profit organization with an ongoing commitment to improving care and welfare for individuals affected by mental ill health [16].




2.2. Selection of Participants


Schizophrenia and bipolar disorder patients and informal caregivers were active members of GAMIAN and EUFAMI, respectively. They were identified, approached, and invited to take part in the survey by GAMIAN and EUFAMI representatives.



Psychiatrists were identified through a random list of recognized experts on the care of schizophrenia and bipolar disorder patients with a proven professional trajectory longer than 5 years. Citation index and regular co-authorship of publications appeared in mental health journals served to acknowledge expertise in the subject.




2.3. Questionnaire


A semi-structured questionnaire was developed based on an extensive review of the literature, tested, and endorsed by the study advisory board (Figure 1). The study advisory revised and agreed by consensus on the final set of questions and answer options of the questionnaire at a review meeting.



The questionnaire was written in English and included closed-ended questions. A first set of questions referred to sociodemographic data and on information about their disease (patients), about the patients they treated (psychiatrists), or the patient they cared for (caregivers).



A second set of questions assessed the participants’ frequency of involvement in decisions and discussions about overall healthcare, regular medications, medications for acute symptoms, hospital admissions, and advance directives and care planning. Patients were asked about their perception of self-involvement, while psychiatrists and family caregivers were asked about their perceived involvement of schizophrenia and bipolar disorder patients.



A third group of questions explored the level of agreement of participants about the capacity of schizophrenia and bipolar disorder individuals to make decisions and to discuss pharmacological treatments, recognize symptoms, take medicines, and evaluate implications of therapy.



Lastly, a fourth set of questions appraised the level of importance that participants granted to barriers and opportunities for autonomous treatment decision making of individuals with schizophrenia or bipolar disorder.



Frequency, level of agreement. and level of importance were rated on a 4- and 5-point Likert scale (from always/totally agree/most important to never/totally disagree/not important at all). In order to minimize a potential social desirability bias, respondents were asked to make a definitive choice and to express both the direction and the strength of their views on the rating scale [17].




2.4. Survey and Data Processing


A study information sheet and a letter of invitation were emailed to potential candidates to take part. Observing recognized ethical standards, details on the purpose of the survey, on data processing and anonymization, and on the communication of results were provided in the study information sheet [18]. Three reminders were sent to the candidates initially approached. GAMIAN and EUFAMI sent the invitations and information sheets and distributed and collected the questionnaires among patients and family carers who voluntarily agreed to take part. The questionnaire was emailed, and it was self-administered. Questionnaires were assigned an alphanumerical code to dissociate responses from any personal data that could be linked to the respondent. The survey was open for six months. The final sample size was determined by the number of participants who willingly answered the questionnaire.



A database was created to process and analyze responses. Descriptive statistics were conducted. The number and percentage of participants selecting each response category for each statement were calculated and reported.





3. Results


A total of 47 invited stakeholders agreed to participate and answered the questionnaire: 21 patients, 11 psychiatrists, and 15 caregivers. Most patients (52.38% female; age (mean): 50.71 (±SD:12.02) years) had university (66.67%) or tertiary (23.81%) level education, were on permanent sick leave (33.33%), were employed part-time (19.05%) or retired (14.29%), and had a diagnosis of either bipolar disorder (61.90%) or schizophrenia (33.33%) for more than ten years (mean: 15.33 (±9.53) years). Most psychiatrists (81.80% male; age: 54 (±7) years) cared for schizophrenia and bipolar disorder patients for more than 10 years (mean: 25 (±7.43) years). Caregivers (86.66% female; age: 66.64 (±12.02) years) were all a family member of the patient (53.33% parent; 20% sibling), had university (46.66%) and doctoral (26.66%) level education, and cared for either schizophrenia (86.66%) or bipolar disorder (6.67%) patients for more than ten years (26 (±11.25) years). The mental illness was the main reason for the care provided in most cases (93.33%).



A third of patients (33.33%) resided in Belgium, and the rest in different European countries, including the Czech Republic (4.76%), France (14.29%), Hungary (14.29%), the Netherlands (9.52%), Portugal (19.05%), and Sweden (4.76%). Psychiatrists were based in different countries across the world: Spain was more represented (27.20%), while other participants were equally distributed (9.10%) across Australia, Austria, France, Germany, Italy, Mexico, Switzerland, and the United States. Caregivers were mostly based in Austria (26.66%), Belgium, Malta, and Portugal (13.33%), followed by other European countries such as Bulgaria, Finland, the Netherlands, and the United Kingdom (6.67%).



3.1. Participants’ Perceptions of Schizophrenia or Bipolar Disorder Patients’ Involvement in Everyday Life Healthcare Decisions


Based on their experience, 86% of patients felt that they are always or very frequently involved in decisions about their overall healthcare and the medications for their illness they receive; 71% felt the same applies to their participation in discussions about hospital admissions. Likewise, 91% of psychiatrists considered they always or very frequently involve patients with schizophrenia or bipolar disorder in decisions about their overall healthcare; 73% of them considered they always or very frequently implicate patients in decisions about their medications or in discussions about hospital admissions. Only 40% of family caregivers viewed that the person with schizophrenia or bipolar disorder they care for is always or very frequently involved in decisions about their overall healthcare and in discussions about hospital admissions, while 47% considered that involvement in decisions concerning the medications they receive happens very frequently. In total, 20% of family caregivers believed the person they care for is never involved in decisions about medications for their psychiatric illness (Figure 2).




3.2. Participants’ Perceptions of Schizophrenia or Bipolar Disorder Patients’ Involvement in Decisions about Managing Acute Crises and Care Planning


In total, 38% and 57% of patients, respectively, felt always or very frequently involved in decisions about the use of medications to control the acute symptoms of a crisis and on crisis plan decisions. Similarly, 40% and 53% of family caregivers believed patients are always or very frequently involved in acute symptom medications and care plan (advance directives) discussions. A total of 14% of patients and 6% of caregivers thought that patients are never involved in discussions about the management of the crisis in the future.



In total, 55% and 82% of psychiatrists, respectively, considered they always or very frequently involve schizophrenia or bipolar disorder patients in decisions about the use of medications for managing crises, and on care planning (Figure 3).




3.3. Participants’ Agreement on Schizophrenia or Bipolar Disorder Patients’ Capacity for Discussing and Following Their Psychiatric Treatment


All surveyed psychiatrists (100%) totally agreed or agreed with nuances on the capacity of schizophrenia or bipolar disorder patients to discuss the risks (potential adverse events) and benefits (potential health gains) of medications with their clinicians. In total, 86% of patients and 67% of caregivers had a similar level of agreement with this statement.



Likewise, most psychiatrists (91%) and a higher percentage of patients (86%) compared with family caregivers (47%) strongly agreed on the capacity of schizophrenia or bipolar disorder patients to take medicines regularly (Figure 4).



More patients (62%) and psychiatrists (73%) than family caregivers (40%) agreed on patients with schizophrenia or bipolar disorder having the capacity to make decisions about their medical treatment as other non-psychiatric patients with other non-psychiatric clinical conditions.




3.4. Participants’ Agreement with the Capacity of Schizophrenia or Bipolar Disorder Patients to Make and Execute Decisions Related to the Management of Acute Psychiatric Events


Most patients totally agreed or agreed with nuances that schizophrenia or bipolar disorder individuals have the capacity to recognize that they are suffering acute psychiatric symptoms, such as agitation (81%), to choose in advance the most advisable treatment option to manage an acute event (86%) and to take the right medicine on time to prevent a psychotic crisis (71%). They were also found to believe that patients can recognize other acute non-psychiatric symptoms of a non-psychiatric condition and to undertake the right action to prevent an acute event, such as a hypoglycemic episode of diabetes mellitus (71%).



Similarly, 82% of psychiatrists agreed or agreed with nuances that schizophrenia or bipolar disorder individuals have the capacity to recognize that they are suffering acute psychiatric symptoms as well as non-psychiatric symptoms related to a non-psychiatric condition, and to choose in advance a desirable treatment option to manage an acute event; 72% strongly agreed on patients having the capacity to take the right medicine on time to prevent a psychotic crisis.



Between 40% and 60% of caregivers strongly agreed on the same capacities of schizophrenia or bipolar disorder patients, being more frequently in agreement with their capacity to choose an advisable crisis treatment compared with their confidence on patients’ capacity to take the right medicine on time to prevent a psychotic crisis, or to recognize non-psychotic acute symptoms (Figure 5).




3.5. Participants’ Perception of Barriers and Opportunities for Empowering Schizophrenia and Bipolar Disorder Patients to Autonomous Decision Making


Some of the barriers for improving autonomy in making decisions related to their illness in individuals with schizophrenia or bipolar disorder nominated by the participants as most or very important were a poor psychiatrist–patient relationship; a prevailing belief in the restrain and sedate strategy as optimal to control patients’ agitation; a predominant paternalistic culture in the healthcare system; poor understanding of autonomous decision making by healthcare professionals; patients’ and family caregivers’ autonomous decision-making capacity concerns; lack of support, training, and education for healthcare professionals and family caregivers about autonomous decision making in patients with a mental illness; and society’s and health policy makers’ stigma about schizophrenia or bipolar disorder individuals’ capacity to make rational decisions about their healthcare (Figure 6).



Participants also rated many initiatives such as patient and caregiver advocacy, tools and methods developed to support healthcare professionals in the assessment of patients’ decision-making capacity, changing culture toward patient-led care, increasing interest in the medical community and society in knowing about the illness experience of individuals suffering from schizophrenia or bipolar disorder, and rising patients’ involvement in care plans and treatment choices as the most or very important opportunities to empower autonomy in making decisions among schizophrenia or bipolar disorder individuals (Figure 7).





4. Discussion


This observational cross-sectional study provides a unique perspective on the views of patients, psychiatrists, and family caregivers on the decisional capacity of individuals with schizophrenia or bipolar disorder on the care of their health, their illness and treatment, crisis anticipation, and future care plans. It describes their perceptions in everyday life in the community, and in this sense, it covers a still under-researched topic. Current evidence on the decisional capacity of severe mental disorder patients addresses their performance while in the hospital or when requiring hospital admission, with little knowledge existing on their healthcare decision-making capacity in everyday life [6]. Similarly, most research conducted on caregivers of persons with schizophrenia or bipolar disorder has focused on the burden of caring, but less is known about caregivers’ thoughts about the decision-making capacity and desire for decisional engagement of their cared for ones [19,20].



Patients felt frequently involved in discussions and decisions about their healthcare, while the participating psychiatrists considered they often involved their patients in the decisional process. Although it has been reported that psychiatric outpatients often prefer a passive role in the decision-making process compared to their non-psychiatric counterparts and that this attitude is stronger in people of older age [21], it has also been pointed out that patients’ perceptions of lower-than-preferred involvement may jeopardize shared medical decision making [7]. Culture, personal history, and disease experience are factors among many others that condition the individual desire to actively participate in medical decisions and should be explored in all patient–doctor interactions [22]. Family caregivers were less optimistic about patients having the chance for active involvement. This is in line with previous findings where although more than half of caregivers would prefer a shared decision of the affected person and their healthcare provider, only about one third would remember the last decisions as shared ones, implying that active decisional involvement of patients occurs much more occasionally than expected by relatives [23]. Several methods have been promoted to improve shared decisions in mental healthcare wherein patients are empowered to become more active and self-confident and to acquire greater skills in regard to health literacy and communication, and healthcare providers are trained in analyzing decisional situations and are encouraged to use a wider array of communication strategies to optimize patient participation [24,25]. Further research is needed to learn the reasons behind caregivers’ and patients’ discrepancy on the level of involvement of patients on healthcare decision making.



The perception of patients with schizophrenia or bipolar disorder active involvement in decisions about planning the future management of crises was low among patients and caregivers alike. Current research shows that advance directives in decision making are an evolving area in mental health as much knowledge, training, and education is still needed among patients, healthcare professionals, and family caregivers [26,27,28]. It has been reported that many bipolar disorder patients wish to plan care in advance of losing capacity, addressing self-binding issues as well as the request and refusal of treatment [29]. However, practicing advance directives planning in mental health to promote self-determination seems much more erratic than expected by patients and caregivers [30]. Although psychiatrists in this survey were positive about involving patients in healthcare planning, other researches show that most treatment discussion and decision making related to medication across patients with bipolar disorder and schizophrenia refers to stopping, reducing, continuing or changing medication, or deciding on a non-medication alternative, rather than discussing in advance the antipsychotics to be used in a crisis [31].



Overall, all participants in this survey agreed that, in general, schizophrenia and bipolar disorder patients living in the community have the capacity to make decisions about their everyday healthcare and on the pharmacological treatment of their disease. Likewise, other authors have reported that psychiatric patients are capable of making treatment-related decisions, even when being admitted into hospital with considerable burden of symptoms [5,6,32]. In a systematic literature review, Hostiuc et al. (2018) concluded that even in those circumstances in which schizophrenia patients are considered to have a significantly decreased decision-making capacity compared to non-mentally ill patients, they should be considered competent unless very severe changes are identifiable during clinical examination. The authors also argued that the use of enhanced tools to provide enriched information decreases the differences between schizophrenia patients and non-mentally ill individuals and should be used whenever possible and deemed necessary by healthcare professionals [33].



In this survey, participants compared the capacity of patients with schizophrenia or bipolar disorder to make similar decisions about their medical treatment with that of non-psychiatric individuals in similar situations. Evidence shows that compared with diabetes mellitus and Alzheimer’s disease individuals, schizophrenia patients of old age perform at an intermediate level in decisional capacity with great heterogeneity among diagnostic groups [34]. According to Sjöstrand et al. (2015), even in severe cases of mental illness, decisional capacity can be retained, and the rate of decision-making incapacity may not be very different among psychiatric inpatients compared to general hospital inpatients in similar circumstances of disease burden [35].



Psychiatrists were more coincident with patients than caregivers in their perceptions about the treatment decision-making capacity of individuals with schizophrenia and bipolar disorder, including the anticipation and management of acute psychiatric symptoms, and about the capacity to take the appropriate medications. Previous research has shown that, assuming that adequate support is provided, even patients with an acute psychotic episode who are involuntarily hospitalized and treated may have high treatment decision-making capacity [36], and that schizophrenia patients are able to set different clinical and functional goals for the treatment of their illness, including for unexpected situations [37]. Caregivers of persons with schizophrenia or bipolar disorder require further support to preserve their emotional and physical good health and to keep hope for the future alive [19,20]. It has been found that currently available policies of support associated with better health and perceptions of the future among caregivers are those that provide them with some leisure time, help them to cope emotionally with caregiving, and give them skills to both enhance their care and to deal with it better [38].



Barriers and opportunities for autonomous decision making among schizophrenia and bipolar disorder patients identified in this survey are coincident with previous findings. Regulations and lack of funding and of effective involvement of society have been suggested as significant barriers, whereas team collaboration, communication skills, training of family caregivers, sound mental healthcare policies, and involvement of the managerial strata in implementation processes have been identified as facilitators [39]. Limited communication about the distressing side effects of pharmacological treatments alongside lack of choice of medication have also been reported as primary sources of concern [40]. The stigma attached to complex mental health conditions experienced by medical staff, patients, and their families represents an overarching obstacle to autonomous decision making among schizophrenia and bipolar disorder patients [41]. Person-centered care in mental health services is a key opportunity to acknowledge mental health patients’ capacity to decide on their healthcare issues [42] and to overcome barriers to the empowerment of individuals with a mental illness [43].



Findings in this survey need to be understood in the context of its limitations. The small sample size does not allow us to extrapolate or to claim representativeness of the entire schizophrenia or bipolar disorder population, including physicians and relatives caring for patients. However, this study is exploratory in nature and opens lines for further research. Several other small studies have greatly contributed to the knowledge on the topic of the decision-making capacity of persons with serious mental illnesses [35,44,45,46]. In future study designs, enough participants should be drawn from countries with similar cultural attitudes to achieve more meaningful results. The questionnaire was developed and distributed in English, which may force a selection bias in favor of participants with a higher level of education and who are more confident and fluent in the use of a foreign language. Most participants resided in non-English speaking countries. Using a questionnaire translated into local languages may have ensured that all participants had equal chances to fully understand each question. The distribution of schizophrenia and bipolar disorder diagnoses among participants may have also shaped differences in responses between groups. Schizophrenia diagnosis was underrepresented among patients and overrepresented among family caregivers. Although the pattern of burden among families of schizophrenia and bipolar disorder individuals is almost identical, the extent of burden among families of schizophrenic patients has been reported to be greater than that of those of bipolar disorder which may shape differences in perceptions of decisional capacity not reflected in this survey [47,48]. Nonetheless, the needs of family caregivers of persons with schizophrenia or bipolar disorder deserve further research.




5. Conclusions


In this survey, patients, psychiatrists, and family caregivers were found to agree with the notion that schizophrenia and bipolar disorder individuals have the capacity to make decisions about their everyday healthcare and the pharmacological treatments for their disease, and to discuss benefits and risks of medications, care planning and early management of acute symptoms. They also concurred on schizophrenia and bipolar disorder patients’ capacity to anticipate acute symptoms and act consequently. Participants assented to the fact that the decisional capacity of schizophrenia and bipolar disorder individuals can be as good as the decisional capacity of patients with other non-psychiatric illnesses in similar circumstances if appropriate support is provided.



Since all stakeholders in this study agree on schizophrenia and bipolar disorder patients’ retained capacity to make decisions related to the care of their psychiatric illness in everyday life, encouragement and support for shared decisions among patients, psychiatrists, and family caregivers are needed in order to empower patients to self-care. Therapeutic strategies aligned to the patients’ preferred means together with evidence-based information, assessment, and implementation tools should be devised for all stakeholders. In this way, it may be possible to overcome existing barriers and to consolidate the perceived opportunities for autonomy in schizophrenia and bipolar disorder care.



Overall, this exploratory study provides preliminary evidence on the views of patients, psychiatrists, and family caregivers on the capacity for healthcare decision making of patients with schizophrenia and bipolar disorder in everyday life. It lays the groundwork for further exploration of the perceptions of stakeholders that warrant further research.
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Figure 1. Diagram of research methods. 
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Figure 2. Participants’ perception of patients with schizophrenia or bipolar disorder involvement in decisions about (a) overall healthcare, (b) regular medication, and (c) hospital admissions. 
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Figure 3. Participants’ perception of patients with schizophrenia or bipolar disorder frequency of involvement in decisions about (a) managing acute crises and (b) care planning. 
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Figure 4. Participants’ level of agreement with the capacity of patients with schizophrenia or bipolar disorder to make decisions related to their psychiatric treatment: (a) risk and benefits and (b) taken medicines regularly. 
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Figure 5. Participants’ agreement with the capacity of patients with schizophrenia or bipolar disorder to make and execute crisis-related therapy decisions: (a) recognize acute psychiatric and (b) non-psychiatric symptoms, (c) choose treatment, (d) take medicine on time. 
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Figure 6. Main barriers to improving illness-related autonomous decision making in individuals with schizophrenia or bipolar disorder. 
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Figure 7. Main opportunities for improving illness-related autonomous decision making in individuals with schizophrenia or bipolar disorder. 
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