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Abstract

Around 50% of adults with intellectual (learning) disabilities who live in community accommodations are prescribed psychotropic (mental health) medications such as antipsychotics, antidepressants, antianxiety, mood stabilisers, including antiepileptics, sedatives and hypnotics. Although these medications are licensed primarily for treating mental illness, they are often prescribed to manage behaviours of concern in the absence of a mental illness in this population. The RCT-based evidence supporting their use in managing behaviours of concern is weak, but the evidence of harm is strong. Therefore, clinicians will have to carefully weigh benefits against harms for each intervention, taking into consideration the views of the person with intellectual disabilities and, where appropriate, their families, after a full multidisciplinary discussion. Any intervention must be in the person's best interest, help improve the person’s quality of life, and cause minimal harm. Recent studies have shown that with a concerted multidisciplinary effort, dose reduction and discontinuation of antipsychotic medications are possible even after many years of use. However, a thorough preparation involving all stakeholders is paramount as there is always a potential risk of behaviour deterioration upon dose reduction and psychotropic medication withdrawal. Where available, the clinician should follow national and international guidelines. However, to assess the appropriateness of the prescription or any other intervention, the clinician should ask the following questions: (a) Is the intervention in the best interests of the person and is likely to improve their quality of life?, (b) Does it conform the country’s law?, (c) Is there an evidence-based rational for their use, which has that been recorded in the file?, (d) Does the intervention provide the best balance between benefit and harm? (e) Has the intervention been agreed with the person with intellectual disabilities and, where appropriate, their families? (f) Has the intervention been discussed fully with the multidisciplinary team involved in the person's care? (g) Have all assessments using a biopsychosocial schema and investigations been completed, and an interdisciplinary formulation and treatment plan agreed? (h) Have monitoring arrangements for the positive and negative impacts of the intervention been put in place, including their time scale?

Background

Intellectual (learning) disabilities is defined as a below-average intelligence (IQ<70) and impaired adaptive behaviour or daily living skills (American Psychiatric Association, 2026). Between 1% and 3% of the population has intellectual disabilities (Maulik, 2022). People with intellectual disabilities are marginalised within society and are exposed to many health inequalities, one of which is inappropriate prescriptions of psychotropic (mental health) medications, leading to overmedication of this population (Deb, 2024). 

Around 50% of adults with intellectual disabilities living in the community receive psychotropic medications such as antipsychotics, antidepressants, mood stabilisers, and anxiolytics, which are licensed for treating mental illnesses like schizophrenia, bipolar disorder, depression, anxiety disorders, etc. (Sheehan et al., 2015; Deb et al., 2025a; Jagtiani et al., 2026; Henderson et al., 2020; Song et al., 2020). This rate has not changed in more than three decades (Deb & Fraser, 1994). Often, psychotropic medications are prescribed off-label in this population. For example, around quarter to a third (21-34%) of adults with intellectual disabilities receive antipsychotic medications (Deb, 2024; de Kuijper et al., 2010; Sheehan et al., 2015; Jagtiani et al., 2026; Henderson et al., 2020) compared with 1-2% in the general population (Shafi et al., 2024; Marston et al., 2014), yet only 4-7% of them have a diagnosis of a severe mental illness, such as psychoses, including schizophrenia and bipolar disorder (Deb et al., 2022a), for which antipsychotic medications are primarily licensed. Population-based studies around the world show that only 18% to 29% adults with intellectual disabilities receive antipsychotic medications for their licensed indication, a severe mental illness such as psychoses and bipolar disorder (Deb et al., 2025a; Sheehan et al., 2015; Holden & Gittlesons, 2004; de Kuijper et al., 2010; Deb et al., 2025b; Henderson et al., 2020). This means that between 71-82% of adults with intellectual disabilities receive antipsychotic medications outside their primary indications.

Most off-license psychotropic prescribing in this population is for managing behaviours of concern (also known as challenging behaviour or behaviours that challenge), usually in the absence of a diagnosed mental illness (Deb, 2024). In around 50% of adults with intellectual disabilities, antipsychotic medications are prescribed for behaviours of concern (Deb et al., 2025a; Sheehan et al., 2015; de Kuijper et al., 2010; Jagtiani et al., 2026). Examples of behaviours of concern include verbal and physical aggression toward others and the self (also known as self-injurious behaviour), as well as property destruction. The prevalence of behaviours of concern among adults with intellectual disabilities varies widely, ranging from 6-60% due to differences in study methodologies; however, more recent studies report an average prevalence of 18-29% (Deb et al., 2022b). Effectively communicating with adults with intellectual disabilities and helping them build their skills, without focusing on behaviours of concern, is likely to improve their behaviour. 

Many factors influence the behaviours of concern (Deb et al., 2016). For example, mental illnesses like schizophrenia, bipolar disorder, depression, anxiety disorders, etc., may manifest as behaviours of concern in many adults with intellectual disabilities. It is therefore essential to assess any underlying mental illness and treat it appropriately when necessary. Similarly, an underlying physical problem, such as a toothache, tummy ache due to constipation, or acid reflux, or pain for any other reason, which are common in adults with intellectual disabilities, may precipitate and perpetuate behaviours of concern (see case study 1). Therefore, a thorough assessment is needed to diagnose the underlying physical conditions and treat them accordingly to improve behaviours of concern (Deb et al., 2016). 

[bookmark: _Hlk147837109]Psychosocial factors, including environmental factors (see case study 2), play a significant role in the development of behaviours of concern (McGill et al., 2018). Although it is not an exhaustive list, some of the critical psychosocial factors include stress for any reason, but caused specifically by trauma, which may have been caused by abuse, lack of control over one's own life, lack of support from others and the wider society, poor psychological coping mechanisms, stigma, lack of self-esteem, sensory overload and change in the environment and routine (see SPECTROM, https://spectrom.wixsite.com/project). Given the multifactorial nature of behaviours of concern, a multi-professional biopsychosocial-ecological approach is essential for an appropriate formulation and effective, multipronged interdisciplinary intervention (Deb et al., 2022b). We have developed the CATS (Comprehensive Assessment of the Triggers for behaviours of concern Scale) to help carers detect the reasons behind behaviours of concern using a biopsychosocial-ecological framework (Limbu et al., 2021).

Case study 1: An example of a physical problem leading to behaviours of concern.

A 65-year-old lady with severe intellectual disabilities suffered from a stroke that led to paralysis of the right side of her body. She started screaming and shouting regularly, and the care staff asked for medication to manage her behaviour. However, close examination revealed that the lady developed spasticity in her right hand, and she was constantly getting frustrated by not being able to stretch the fingers of her right hand, which led to screaming. Instead of psychotropic medication, a muscle relaxant was prescribed, and the lady’s behaviour improved without requiring any psychotropic medication for her behaviours of concern.

Case study 2: An example of an environmental factor leading to behaviours of concern.

A 25-year-old autistic lady with moderate intellectual disabilities was brought to a psychiatrist’s clinic as she started showing behaviours of concern in the last few weeks. A careful psychosocial assessment revealed that the curtain in this lady’s room, which had been changed a few weeks ago, featured intricate patterns. This caused visual sensory overload, and the lady became agitated every time she entered her room. The care staff changed the curtain to a neutral, more soothing colour, which improved the lady’s behaviour without requiring any psychotropic medication. This highlights how a simple, reasonable adjustment to the environment improves behaviour and prevents unnecessary, inappropriate psychotropic medication prescribing.

Regular off-license prescribing of psychotropic medications for a long period, particularly without an appropriate review for a vulnerable population like people with intellectual disabilities (many of whom lack capacity to provide consent to their treatment), in the absence of evidence for their efficacy (Deb, 2024), but with well-known harm (Deb et al., 2023a), may be unethical and may violate the United Nations (UN) Convention on the Rights of Persons with Disabilities (CRPD; United Nations, 2006) (Deb et al., 2024).  Off-license prescribing could be justified only if appropriate safeguards are in place to minimise harm, appropriate international guidelines are followed (Deb et al., 2009), it conforms to the country’s law, there is an evidence-based rationale, and it improves the quality of life of people with intellectual disabilities. Any intervention (pharmacological, non-pharmacological, or a combination) for behaviours of concern should be in the best interests of the person, strike the best balance between harm and benefit, and be supported by multi-stakeholder, multi-agency, multi-disciplinary consultation, involving the person with intellectual disabilities and their families, where appropriate.

One major problem with psychotropic medication prescribing among adults with intellectual disabilities is that they are often used in a higher than recommended dose, for a long time without an appropriate review, and in the form of polypharmacy, where multiple psychotropic medications are used simultaneously, often for the same indication (Unwin et al., 2017; Deb et al., 2025b), increasing the potential for drug-drug interactions and increased side effects (see case study 3).

Case study 3: A real-life example of polypharmacy with the potential for drug-drug interactions.

· Risperidone 2.5 mgs/day
· Carbamazepine 2000 mgs/day
· Sodium Valproate 2700 mgs/day
· Lamotrigine 400 mgs/day
· Lithium Carbonate 1200 mgs/day
· Methylphenidate 5 mgs/day
· Procyclidine 15 mgs/day
· Ferrous fumarate + vitamins + lactulose + cod liver oil + various skin ointments
· PRN (as required medication): Clobazam + lorazepam
· Rectal diazepam + buccal midazolam as rescue medication for status epilepticus.

The medications listed in case study 3 are for a 48-year-old adult with moderate intellectual disabilities with a diagnosis of behaviours of concern and severe epilepsy. This case study is used here to highlight polypharmacy and drug-drug interactions. Polypharmacy of psychotropic medications is common among adults with intellectual disabilities (Unwin et al., 2017; Deb et al., 2025b). As people with intellectual disabilities also suffer from a high level of physical comorbidities (Kinnear et al., 2018), there is also a high level of polypharmacy between psychotropic and non-psychotropic medications in this population, as highlighted in this case report.

Examples of drug-drug interactions are. 
(a) Carbamazepine reduces serum levels of sodium valproate, methylphenidate, midazolam and risperidone, 
(b) Lithium in combination with carbamazepine increases the risk of neurotoxicity, 
(c) Lamotrigine may increase the serum level of carbamazepine, 
(d) Sodium valproate increases the serum level of lamotrigine, so lamotrigine should be prescribed at a lower dose of a maximum 200 mg/day, but carbamazepine reduces the serum level of lamotrigine, thus making the three-way interactions among sodium valproate, lamotrigine and carbamazepine complicated 
(e) A higher dose of risperidone could make epilepsy worse (British National Formulary, accessed on 10th April 2026).
(f) The long-term use of an antipsychotic such as risperidone, here with procyclidine, increases the chance of tardive dyskinesia, particularly in adults with intellectual disabilities, where often an underlying brain disorder is present. The rate of abnormal movement disorders associated with antipsychotic treatment is more common among adults with intellectual disabilities than in the general population (Sheehan et al., 2017).

Evidence-base.

Scientific evidence, particularly from randomised controlled trials (RCTs), supporting the off-licence use of psychotropic medication for behaviours of concern is weak, but the evidence of harm is strong (Deb et al., 2023a, 2023b).
(a) There is moderate-quality evidence that risperidone at a low dose (0.25-2.5 mg daily) significantly improves associated behaviours in autistic children, possibly related to irritability, compared with placebo.
(b) However, the evidence shows a pronounced placebo effect, and also, after initial improvement within a week or two, the effect tends to plateau, sometimes leading to further dose increase. 
(c)  There is some early evidence, not as strong as risperidone, that aripiprazole significantly improves some associated behaviour in autistic children. However, as the pharmaceutical company conducted the two primary studies on aripiprazole, more independent research is needed before a definitive conclusion can be drawn.
(d)  Based on these findings in the USA, the Food and Drug Administration agency, FDA, has approved the use of risperidone and aripiprazole for treating irritability in autistic children. No such recommendation, however, currently exists in the UK from NICE, the National Institute for Health and Care Excellence.
(e) There is clear evidence of potential harm from these medications. So, clinicians need to carefully weigh the benefits against the risks in each case.
(f)  There is no evidence on these medications’ effects on autistic core symptoms, nor is there any evidence on adults.
(g)  There is no evidence either supporting or refuting their use among autistic people for any other antipsychotics other than risperidone and aripiprazole, and for that matter, any other psychotropic medication classes such as antidepressants, antianxiety and mood stabilisers.
(h) There is evidence for ADHD medications to be effective in treating ADHD symptoms in children with intellectual disabilities and possibly autistic children as well, although with a relatively lower effect size compared with that of typically developing children (Tarrant et al., 2018). No such evidence exists for adults with intellectual disabilities.
(i) There is some old evidence of ADHD medication’s effectiveness for treating aggression when it coexists with ADHD in typically growing children (Connor et al., 2002). However, no such evidence exists for children or adults with intellectual disabilities.

Adverse (side) effects.

Adverse effects related to antipsychotic medications, such as drowsiness, weight gain, metabolic and cardiovascular abnormalities, cholinergic burden, hyperprolactinemia, etc., are likely to affect the person’s quality of life (Ramemrman et al., 2018; Scheifes et al., 2016). A recent systematic review and meta-analysis of RCTs of antipsychotic medications involving autistic children showed a significantly higher odds ratio (OR) of 2.25 for developing any adverse effects compared with the placebo group.  The OR for increased appetite was 4.15, weight gain was 3.9, and sedation was 6.6 (Deb et al., 2023a). One study reported a significantly increased odds ratio (2.47; CI: 2.31-2.65) of hospitalisation for medication-related adverse effects among adults with intellectual disabilities compared with adults without intellectual disabilities (Zhou et al., 2019). In one study, >84% of adults with intellectual disabilities who displayed behaviours of concern had at least one psychotropic-related side effect, and 45.6% had over three (Scheifes et al., 2016). Another study found extrapyramidal symptoms in 53% of adults with intellectual disabilities who received antipsychotic medications, overweight or obesity in 46%, and metabolic syndrome in 11% of participants. Hyperprolactinaemia and one or more elevated bone turnover markers were present in 17% and 25% of cases, respectively (de Kuijper et al., 2013a). These medications can also reduce life expectancy and cause early death. A recent study showed that antipsychotics significantly increased the risk of death among adults with intellectual disabilities and epilepsy (Sun et al., 2023).

Box 1: Common and serious adverse effects associated with psychotropic medications.
a) Both treatment with and withdrawal of SSRIs (Selective Serotonin Reuptake Inhibitors) and benzodiazepines can cause hyperactivity, restlessness, irritability, and aggression. Therefore, starting with a low dose and gradually increasing it is necessary. If necessary, restart slowly or use a different SSRI.
b) Long-term use of benzodiazepines is contraindicated because of their propensity to develop tolerance over time, leading to the potential for addiction and difficulty with withdrawal. Their effect on cognition is likely to impair children's development. Benzodiazepines can also paradoxically cause aggression in some patients. 
c) Serotonin syndrome is a rare but serious adverse event usually associated with SSRIs (particularly with the polypharmacy of SSRIs). Symptoms include tachycardia, sweating, elevated blood pressure and body temperature, dilated pupils, and myoclonus, which can lead to shock. Treatment is symptomatic, and immediate discontinuation of the SSRI and the use of serotonin antagonists such as cyproheptadine. 
d) Obesity, metabolic syndrome, and diabetes are the common adverse effects of antipsychotics. These may significantly increase the risk of premature death if not treated promptly.
e) Sedation, weight gain, and hyperprolactinaemia with or without breast milk discharge are common adverse effects of risperidone and other new-generation antipsychotics. In many cases, these symptoms tend to improve over time.
f) Extrapyramidal symptoms such as akathisia (often confused with agitation and improperly treated), dystonia, oculogyric crises, and Parkinsonism are associated primarily with the old generation antipsychotic medications but may also be associated with the treatment with risperidone and other new-generation antipsychotics. These symptoms may be misinterpreted as part of intellectual disabilities or autistic phenotypes because of the diagnostic overshadowing.
g) Neuroleptic malignant syndrome (NMS) associated with antipsychotic treatment is rare but could be life-threatening. Symptoms include elevated body temperature, fluctuating blood pressure, muscle stiffness, sweating, and other signs of autonomic dysregulation. Muscle CPK is raised. Its treatment is symptomatic, and immediate discontinuation of antipsychotics is necessary.
h) Constipation is primarily associated with tricyclic antidepressants and some antipsychotics. If neglected, it can lead to severe distress due to headache, depression, or abdominal pain, which may be expressed as sleep disorders, loss of appetite, agitation and aggression in people with neurodevelopmental disorders.
i) Anticholinergic syndrome, associated with tricyclic antidepressants and some antipsychotics, may lead to agitation, motor restlessness, dysarthria, disorientation, hallucinations, and convulsions. More severe symptoms include constipation, urinary retention, dry mouth, fever, and tachycardia.

Deprescribing.

One way of reducing inappropriate prescribing among adults with intellectual disabilities is to reduce the dose with the intention of completely discontinuing psychotropic medications where it seems appropriate. Studies have shown that with a concerted multidisciplinary effort, deprescribing of antipsychotic medications is possible in 44-61% of adults with intellectual disabilities (de Kuijper et al., 2014; de Kuijper & Hoekstra, 2018; Shankar et al., 2019), with >50% dose reduction in another 11-19% of cases (see Deb, 2024). Whereas in most cases, dose reduction and withdrawal of antipsychotic medications will improve the patient’s quality of life (see case study 4) (Ramerman et al., 2019; de Kuijper et al., 2013b), in some cases, it carries a potential risk of resurgence of behaviours of concern (see case study 5). In recent studies, antipsychotics were reinstated in up to 20% of cases within 3-4 years of discontinuation, primarily due to the resurgence of behaviours of concern (de Kuijper et al., 2014; de Kuijper & Hoekstra, 2018). Therefore, thorough preparation of all stakeholders, including the person with intellectual disabilities, their families (if appropriate), and the multidisciplinary team (see case study 6), is essential before withdrawal is considered and initiated (de Kuijper et al., 2022a, 2022b). Consider the following when managing the resurgence of behaviours of concern in adults with intellectual disabilities.
(a) The resurgence of behaviours of concern is coincidental and not related to the deprescribing process. A though multidisciplinary, multiagency biopsychosocial-ecological assessment and reformulation is necessary, followed by an interdisciplinary support package for the person displaying behaviours of concern, where appropriate.
(b) The person may become less sedated and more animated because of reduced medication-related adverse effects and, as a result, may appear more boisterous and challenging to carers.
(c) Many psychotropic medications show withdrawal side effects that are similar to their treatment side effects (case study 7). Many clinicians are not aware of this fact. For example, withdrawal of antipsychotic medications may induce akathisia, Parkinsonism, and dyskinesia (Cerovecki et al., 2013), as well as supersensitivity psychosis due to dopaminergic rebound (Moncrieff, 2006).
(d) Similarly, the withdrawal of SSRIs may cause agitation, irritability, and sleep problems, etc. All these could lead to behaviours of concern. However, most of these withdrawal symptoms tend to improve over time. 
(e) An underlying psychiatric illness may be unmasked which was not diagnosed previously.
(f) Clinicians should also consider the possibility that carers’ anxiety regarding anticipated behavioural deterioration upon dose reduction and withdrawal may exacerbate the perception of behaviours of concern, leading to their heightened reporting. 

Case study 4: Successful discontinuation of antipsychotic medications.

A 34-year-old man with mild intellectual disabilities received a combination of antipsychotic medications, including depot injections, for many years. He was a vulnerable individual and was exploited by others. He got into an illicit drug habit and was mixing with the wrong crowd. He got into trouble with the law a few times. He had a very supportive care worker in the community who, after discussing with the psychiatrists and with the person’s consent, gradually withdrew his antipsychotic medications over a period of many months. Upon antipsychotic medication discontinuation, the person has lost a massive amount of weight, he is physically more fit, going out and about in the community a lot and participating in activities, mixing with the right people, is much less drowsy and more animated, participating in group activities and classes which he never did before, and was completely off illicit drugs. There was a massive improvement in his quality of life, which has been maintained for a few years without reverting to medication.

Case study 5: Unsuccessful withdrawal of antipsychotic medication.

A 68-year-old gentleman with mild intellectual disabilities who developed dementia was treated with risperidone for many years because of a history of aggressive behaviour. After three months of gradual withdrawal of risperidone, the man became physically aggressive on one occasion in an evening club. The care staff panicked, and local police were called out at night, which led to the reinstating of risperidone by an emergency doctor.

Case study 6: The role of the multidisciplinary team in the management of behaviours of concern.

Care staff in a community care home wanted psychotropic medication for behaviours of concern for a 27-year-old man with severe intellectual disabilities who could not communicate through speech. Further assessment revealed that the person becomes agitated when he is not allowed to go out for a car ride, which he enjoys. A Speech and Language Therapy assessment revealed that when the care staff said to him, ‘You can’t go out in a car’ and he heard the word ‘car’, he thought he was going out and became very frustrated and disturbed when he was not allowed to go out. The Speech Therapist devised a picture board with a ‘picture of a car crossed out’, which the care staff showed when the person was not allowed to go out. At the same time, care staff kept him engaged with alternative activities within the house that he enjoys. This strategy was successful, and his behaviour improved without the need for any psychotropic medication.

Case study 7: Appearance of dyskinesia after withdrawal of antipsychotic medication.

A 54-year-old lady with mild intellectual disabilities who has a long history of paranoid ideas and crying behaviour became confused and developed oro-facial dyskinesia after withdrawal of long-standing risperidone. These symptoms improved after reinstating risperidone.

Therefore, the clinicians need to develop a detailed withdrawal plan considering all the factors that may affect withdrawal and have a contingency plan after a full multidisciplinary discussion involving the families and the person with intellectual disabilities. Three placebo-controlled withdrawal studies of risperidone following the primary RCTs among people with intellectual disabilities showed a significantly higher rate and earlier relapse of behaviours of concern in the placebo group compared with the group that continued to take risperidone (Deb, 2024).

Guideline.

The World Psychiatric Association published guidelines (Deb et al., 2009) for the use of psychotropic medications for managing behaviours of concern among adults with intellectual disabilities. Their summary recommendations for prescribing are presented in a flow chart (Figure 1). Carers play an important role in the prescribing pathway. Therefore, it is essential to address their training needs (Barratt et al., 2026). To address this issue, a hybrid (blended) training programme, including online resources supported by face-to-face training, SPECTROM (Short-term psychoeducation for caregivers to help reduce the overmedication of people with intellectual disabilities) (https://spectrom.wixsite.com/project), has recently been co-produced in the UK, involving all stakeholders, to provide carers with knowledge of psychotropic medication and skills to support people who display behaviours of concerns without resorting to medication (Limbu et al., 2025a). Pilot studies in the UK (Limbu et al., 2025b) and Australia (Wilson et al., 2023) showed that SPECTROM training increased direct care workers’ knowledge of psychotropic medication and improved their confidence in managing behaviours of concern without resorting to medication. Direct care workers found the training acceptable, practical, relevant, and useful for their day-to-day practice (Barratt et al., 2023; Deb et al., 2021; Limbu et al., 2026). In a recent College Report, the UK Royal College of Psychiatrists made recommendations on psychotropic medication prescribing and deprescribing for adults with intellectual disabilities (Shankar et al., 2026).


Figure 1: Flow chart of recommendations for psychotropic medication use.
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