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Abstract
Objectives  People with intellectual and developmental disabilities (IDD) and autism are subject to restrictive practices like 
physical restraint and the overuse of psychotropic medications for challenging behavior. People with disabilities and their 
families are often not involved in shared decision-making for prescription and other care planning, which may violate the 
UN Human Rights Charter.
Methods  One way of reducing overmedication is by empowering adults with IDD and their family caregivers to collaborate in 
the decision to use medications. SPECTROM (https://​spect​rom.​wixsi​te.​com/​proje​ct), a training program for direct care work-
ers, was developed to help reduce the overmedication of these people. This article presents ideas on how SPECTROM resources 
could empower adults with IDD and their families to influence their care decisions, including psychotropic prescribing.
Results  Information provided in 32 easy-read leaflets in SPECTROM on psychotropic medications can be used to improve 
shared decision-making involving people with IDD and their families. Similarly, the Yellow Passport, an easy-read health 
record, could help information sharing among care service providers, thus improving their health care. SPECTROM has 
one module devoted to effectively engaging with people with IDD to improve their communication and help them with their 
skills building.
Conclusions  Currently, very limited evidence exists on the effects of SPECTROM to empower individuals with IDD and their 
families in reducing psychotropic medications for challenging behaviors. In addition to the two pilot studies on SPECTROM 
from UK and Australia, further research is needed to explore the evidence supporting the above suggestions.
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People with disabilities are vulnerable to being affected 
by the violations of the United Nations Convention on the 
Rights of Persons with Disabilities (CRPD) (United Nations, 
2008). This is evident from the fact that people with neu-
rodevelopmental disorders (NDDs) such as intellectual 
and developmental disabilities (IDD) and autism spectrum 
disorder (ASD) are often subjected to restrictive practices 
such as physical restraint and inappropriate prescribing of 
psychotropic medications. Approximately half of the adults 
with IDD (Deb et al., 2023) and a similar proportion with 
ASD (Bertelli et  al., 2022) are prescribed psychotropic 
medications such as antipsychotics, antidepressants, mood 

stabilizers, and anti-anxiety medications. These medications 
are indicated for the treatment of various psychiatric disor-
ders. However, in people with IDD and ASD, these medica-
tions are often used outside their licensed indication to treat 
challenging behavior (Deb et al., 2023).

For example, antipsychotics are prescribed for 24–32% of 
adults with IDD compared with 1% in the general popula-
tion who do not have IDD (Deb et al., 2023). However, only 
2–4% of adults with IDD have a diagnosis of schizophre-
nia for which antipsychotics are primarily indicated (Deb 
et al., 2022a). Therefore, antipsychotics are used for psy-
chosis among only 22% of adults with IDD, and in 72% of 
cases, no severe psychiatric illness is present. On the other 
hand, antipsychotics are used 58% of the time for chal-
lenging behavior (de Kuijper et al., 2010; Sheehan et al., 
2015). Similarly, 45% of people with IDD with challenging 
behavior receive antipsychotics. Currently, the evidence for 
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the efficacy of off-license psychotropic use for challenging 
behavior in people with IDD and autism is limited (Alfageh 
et al., 2019; Deb et al., 2023; Zhou et al., 2021). This inap-
propriate and excessive off-license use of antipsychotics and 
other psychotropics for challenging behavior in the absence 
of a psychiatric diagnosis may lead to a violation of human 
rights and is a major public health concern.

Challenging behavior (also known as problem behavior, 
behaviors that challenge, behaviors of concern, etc.) may 
be displayed by up to 60% of adults with IDD (Deb et al., 
2022b). Challenging behavior includes aggression toward 
others and property, self-injurious behavior, and temper 
tantrum. The presence of challenging behavior causes dis-
tress to people with IDD and their caregivers, and hampers 
their community integration and, in some cases, exclusion 
from community activities and loss of community place-
ment, sometimes leading to hospitalization. There are many 
causes of challenging behaviors, including physical (pain in 
the body such as headache or toothache, constipation, acid 
reflux, some genetic disorders, etc.), psychiatric (psycho-
sis, depression, mania, etc.), psychological (stress, trauma, 
impaired coping strategy, etc.), and environmental (inap-
propriate environment, lack of support, etc.). Often, chal-
lenging behavior is a means of communication for adults 
with IDD. For example, if they are in pain or distressed and 
cannot communicate that through speech, they may scream 
and shout to convey their message (Deb et al., 2022b).

A variety of non-pharmacological interventions have 
been used to manage challenging behaviors in people with 
IDD and autism, including behavior analytic treatments 
(e.g., Luiselli, 2021; Virues-Ortega et al., 2022), positive 
behavior support interventions (Gore et al., 2022), and more 
recently mindfulness-based programs (Singh et al., 2021, 
2022). Both paid caregivers and family members play a piv-
otal role in influencing psychotropic prescribing for chal-
lenging behavior. Previous studies highlighted the lack of 
caregivers’ knowledge about the role of psychotropics such 
as when they could or should not be used, their side effects, 
monitoring requirements, evidence or lack of it in their sup-
port, and the effect of withdrawing these medications (Deb 
et al., 2022c). Often, individuals with IDD and their families 
are not involved in decision-making, such as psychotropic 
prescriptions or withdrawal (Deb & Limbu, 2022).

In the UK, a training resource, Short-term PsychoEducation 
for Carers To Reduce Over Medication of people with intel-
lectual disabilities (SPECTROM) (https://​spect​rom.​wixsi​te.​
com/​proje​ct), was developed to address the issues mentioned 
earlier in relation to caregiver influence on prescribing (Deb 
et al., 2020, 2021). SPECTROM has 14 online modules that 
are introduced through two core modules during two face-to-
face training workshops. The “Medication” core module pro-
vides caregivers detail knowledge of psychotropics, including 
their indications and side effects, monitoring requirements, 

and effects on withdrawal. SPECTROM encourages direct care 
staff team members to run their in-house information gather-
ing/reviews on the effect and side effects of the interventions 
for challenging behavior regularly. The “Alternatives to Medi-
cation” core module teaches staff alternative ways to address 
challenging behavior without using medication. This article 
discusses how training direct care staff in the use of SPEC-
TROM may be effective in empowering adults with IDD and 
their families to gradually reduce the prescription of off-label 
psychotropic medications for challenging behaviors.

SPECTROM Pilot Studies

Twenty staff received SPECTROM training in a pilot study 
in the UK (Deb et al., 2021). The Management of Aggres-
sion and Violence Attitudes Scale-Revised-Intellectual 
Disabilities (MAVAS-R-ID) (Duxbury, 2003) was used to 
assess trainees’ attitude toward challenging behavior, and a 
revised version of the psychotropic knowledge questionnaire 
(PKQ-R) (de Kuijper & Putten, 2017) to assess trainees’ 
knowledge of psychotropics. A semi-structured interview 
and a trainee feedback questionnaire (TFQ) were used for 
process evaluation. After training, MAVAS-R-ID scores 
showed a statistically significant (p < 0.05) improvement in 
staff attitude to “medication management” domain. PKQ-R 
scores showed post-training improvement in all domains, 
50% of which were statistically significant (p < 0.05). TFQ 
and the process evaluation data showed that SPECTROM 
was acceptable, applicable, practical, and relevant to staff 
practice, and helped to improve self-reflection, knowledge, 
and confidence in supporting people with IDD.

Forty-two participants received SPECTROM training in a 
recent Australian pre-post pilot study (Wilson et al., 2023). 
PKQ-R scores showed statistically significant post-training 
improvement at all post-training time points (p < 0.05). 
MAVAS-R-ID scores were high at pre-training and did not 
change significantly at any of the post-training survey time 
points. A 2-week post-training TFQ reported 80% agree-
ment that the training program was appropriate, useful, and 
valid. Process evaluation involving interviews revealed four 
main themes: (a) broad satisfaction with the SPECTROM 
training program, (b) empowering staff through reflective 
practice, (c) the limitations of their scope of practice, and 
(d) the need for multi-disciplinary team (MDT) involvement 
(Barratt et al., 2023).

Empowering People with IDD and Their 
Families

Training direct care staff to empower people with IDD and 
their families via SPECTROM may reduce overprescrip-
tion of off-label psychotropic medication for challenging 
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behaviors. In doing so, it may impact a number of articles 
in the UN convention on CRPD (United Nations, 2008). 
These include articles 15 (degrading treatment or punish-
ment), 16 (abuse), 17 (the integrity of the person), and 25 
(health). The other articles that may be indirectly affected 
include 5 (equality and non-discrimination), 9 (accessibil-
ity), 19 (independent living and community inclusion), 21 
(access to information), 24 (education), 26 (rehabilitation), 
27 (work and employment), 28 (adequate living standard), 
and 30 (participation in recreation and leisure). Given the 
rather limited evidence base for the utility of SPECTROM in 
this context, the discussion centers around what is possible 
rather than what can be definitely achieved.

The SPECTROM module, “Effective engagement with 
people with IDD,” encourages direct care staff to under-
stand better the person with disabilities they support by 
knowing their strengths and weaknesses, and likes and dis-
likes, which is crucial to build a rapport with the person 
and engage with them effectively. Effective engagement is 
important to improve a person’s quality of life. The mod-
ule also encourages caregivers to know the communication 
needs of the person with disabilities to communicate using 
the most appropriate means. Another important element of 
the module is encouraging caregivers to support and help the 
person with disabilities to develop skills by drawing the right 
balance between allowing independence and managing risks.

The module suggests that the direct care staff should cre-
ate opportunities for engagement and interaction to enhance 
effective engagement with people with disabilities. Other 
suggested ways to increase engagement are to spend time 
together in activities that the person with disabilities enjoys, 
use opportunities to interact during these activities, approve 
and encourage their activities (where appropriate), try to 
complete one enjoyable shared activity every day, use inten-
sive interaction where appropriate, and allow consistency in 
approach. It is envisaged that these actions should make the 
person with disabilities engage more with the direct care 
staff, and any positive interaction will improve their relation-
ship with the person they support.

A separate module in SPECTROM is devoted to the 
“Communication needs.” This module teaches caregivers 
different types of communication needs in people with IDD, 
ways to help the person communicate effectively, how to 
adjust the caregiver’s communication style to match the 
person’s needs and to recognize that some behavior could 
be a means of communication, and how to address these 
behaviors.

SPECTROM has developed accessible information leaf-
lets on 32 commonly prescribed psychotropic medications 
for people with IDD that are available for downloading from 
the internet free of charge. The caregivers are encouraged 
to take the person with IDD through these leaflets explain-
ing these medications’ indications, side effects, etc. Often, 

no one asks the person with IDD about their medication, 
and these leaflets are designed to involve people with IDD 
from the outset in their prescribing and other care plans. We 
envisage that this should improve shared decision-making 
and empower people with IDD, helping to reduce human 
rights violations through inappropriate psychotropic pre-
scribing for people with IDD without their consent.

Within SPECTROM, we have developed a new resource, 
Yellow Passport, a handheld document kept by the person 
with disabilities containing all their health-related informa-
tion in an accessible format in one place. As several agen-
cies and professionals are often involved in the care of a 
person with disabilities, the right information is often not 
shared among these organizations and professionals at the 
right time appropriately. This hampers the quality of care. 
It is envisaged that the Yellow Passport should overcome 
this problem as the document will be updated regularly by 
direct care staff and families and carried by the person with 
disabilities to all places, they visit to receive care.

Although SPECTROM resources were primarily designed 
for direct care staff training, it is envisaged that they should 
be equally helpful for family caregivers. SPECTROM has 
one module on the “Effective engagement with families,” 
which advises staff on improving their relationships and 
engagements with family caregivers. Whereas direct care 
staff and other professionals come and go, the families are 
the constant presence in the lives of people with disability 
who know the person with disability best. Yet, the families 
often feel left out (Deb & Limbu, 2022) and uninvolved in 
the shared decision-making process for prescribing and other 
care planning, including restrictive practices for their loved 
ones. It is envisaged that this module should empower family 
caregivers by improving shared decision-making and allow-
ing them to have a say in the treatment and care planning 
of their loved ones. This, in turn, is likely to reduce human 
rights violations.

The module emphasizes the need for appropriate informa-
tion sharing in a timely manner using a language understand-
able to family caregivers so that they should receive both 
good and bad news. Keeping a written record of what has 
been discussed in the family caregiver’s presence is desir-
able. SPECTROM recommends that the family caregivers 
be given appropriate information on managing challenging 
behavior in their loved ones, including pharmacological and 
non-pharmacological interventions. These should include 
information sharing on psychotropic treatment, their side 
effects, and the potential effect on withdrawal. It is envis-
aged that the use of accessible medication leaflets by family 
caregivers should enhance shared decision-making.

This module suggests that where there is a conflict of 
opinion between families and staff and/or other profession-
als about the care of a person with disabilities, an attempt 
should be made in the first instance to resolve this through 
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an open and honest discussion. It is worth remembering that 
all stakeholders involved have the person’s best interests in 
mind. If all efforts fail, an independent professional advocate 
may be appointed to safeguard the interest of the person with 
disabilities. In extreme cases, the legal system may have to 
be involved, which should be avoided if possible.

The module recommends that the families, where possi-
ble, should be involved in decision-making about their loved 
ones’ care planning, including prescribing medications from 
the outset. They should be appropriately supported so that 
their voice is heard if and when they feel intimidated by 
professionals, particularly in large care planning meetings. 
Families should be involved in any medication review and 
informed of all changes in the prescription. It is advised that 
families should appoint a spokesperson who could commu-
nicate on behalf of all family members who should have up-
to-date information on the person with disabilities. Similarly, 
it has been suggested that direct care staff and the multidis-
ciplinary team should have a key person respectively with 
whom the families could liaise for up-to-date information.

It was highlighted that because of staff turnover and pos-
sible changes in the person’s accommodation, families may 
have to deal with new people all the time, which may be 
stressful. This should be acknowledged by all staff and pro-
fessionals involved in caring for the person with disabilities. 
The module recommends training families on medication-
related issues, medication reviews, and the management of 
challenging behavior. Similarly, it is suggested that families 
themselves may contribute greatly if they are involved in 
training staff and other professionals working with people 
with disabilities.

This module recommends that interpreters should be 
found when families have language problems, and their cul-
tural needs should be respected. If the family caregiver has 
any speech problem, an appropriate method of communica-
tion, such as the use of accessible information, is required. 
Family caregivers should be given information or signposted 
for financial and other service needs, such as respite care, 
where possible. If possible and desired, connecting families 
in similar situations will help to improve their confidence in 
dealing with the care of their loved ones.

Empowering Direct Care Staff

The medication core module provides information on dif-
ferent types of psychotropics, their indications, side effects, 
monitoring requirements, and the effect of withdrawal of 
these medications. Knowledge is power. So, we believe that 
this information should increase staff confidence in dealing 
with psychotropics and empower them to challenge inap-
propriate and unnecessary psychotropic prescribing. They 

should realize they know the person with disabilities best, 
much better than the professionals caring for them.

The “Medication review” module provides a checklist for 
the direct care staff to go through when they run their own 
staff-led in-house medication review, which is not a formal 
medical review but is arranged in preparation for a formal 
review by the prescribers. The same module provides a list 
of information that staff are encouraged to take with them 
to the clinic, where the prescribers formally review medi-
cations. This module also provides a list of questions that 
staff should and could ask the prescribers. The staff team 
are advised to run their own review every 6 months unless 
necessary more frequently, and definitely before a formal 
medical review in the clinic.

Examples of questions staff could and should ask the 
prescribers include (a) is the medication making a positive 
difference? (b) Why was the medication initially prescribed 
(for challenging behavior or a psychiatric disorder)? (c) Are 
there any other non-pharmacological management options 
available? (d) What are the side effects they should look out 
for? (e) What actions should they take if they see any side 
effects? (f) What are the monitoring requirements of these 
medications, such as blood tests? (g) What if the person 
finds it difficult to swallow the medication? (h) Have there 
been any changes in the person’s physical or mental health? 
(i) Is the medication still needed? (j) What is the plan for the 
eventual reduction or withdrawal of medication?

Both direct care staff and family caregivers are appre-
hensive about withdrawing psychotropic medications if they 
have been used for many years because of the fear of poten-
tial deterioration of challenging behavior (Deb et al., 2023). 
SPECTROM has a separate module on “Medication with-
drawal review.” This module discusses why it is necessary to 
consider medication withdrawal or dose reduction, possible 
reasons for the deterioration in behavior upon withdrawal of 
medication or dose reduction, issues to consider before start-
ing gradual dose reduction, consideration of factors that may 
affect withdrawal, evidence from recent withdrawal studies, 
what to include in a withdrawal plan, and main recommen-
dations for the contingency plan along with a flow chart for 
a relapse prevention strategy.

The withdrawal process is based on the following prin-
ciples: (a) empower the person with disabilities and their 
caregivers through shared decision-making, (b) medication 
withdrawal review should be part of a wider person-centered 
care plan, (c) stabilize the person’s behavior on a minimum 
number of medications prescribed at the lowest possible 
dose for the shortest period of time, or without medica-
tion (d) for a better quality of life of the person with dis-
abilities. The main recommendations in this module are (a) 
assess factors affecting the withdrawal before starting with-
drawal, (b) withdraw one medication at a time slowly and 
monitor efficacy and side effects, (c) develop and share on 
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a need-to-know basis a relapse plan with consultation with 
the person with IDD, their families, the care team, and all 
other stakeholders, (d) if necessary, allow time (sometimes 
a few weeks) after withdrawing one medication and before 
starting to withdraw another, (e) consider non-medication-
based interventions and re-assess the initial formulation and 
rationale for using the medication, (f) the prescriber should 
choose to withdraw the medication with the least benefit 
first, and (g) the prescriber must check the initial formulation 
and treatment plan to identify which medication is having 
a positive effect and which has no effect on the behavior or 
potentially harmful.

We developed the Comprehensive Assessment of Trig-
gers for Behaviors of Concern Scale (CATS) within SPEC-
TROM (Limbu et al., 2021). CATS has 333 examples of trig-
gers for challenging behavior categorized under five primary 
contextual categories, (a) external environment, (b) internal 
environment, (c) expression of volition, (d) characteristics 
associated with IDD or ASD, and (e) specific activities/
events. Each of the main categories is further subdivided 
into 17 subcategories. Caregivers are supposed to go through 
the examples of triggers for challenging behavior to detect 
which ones apply to the person they support. This, in turn, 
should help with the functional analysis of behavior (Matson 
et al., 2011).

Effective collaboration among the stakeholders is the 
key to successful care delivery. Therefore, SPECTROM has 
developed a module on “Effective engagement with profes-
sionals.” This module teaches the caregivers to (a) respect 
each other’s opinions, (b) treat every member of the multi-
disciplinary team equally, (c) have a clear understanding of 
each other’s roles, (d) understand each other’s perspective 
and point of view, (e) accept that different professionals have 
expertise in different areas, and they may not understand 
other’s areas of expertise, (f) understand and accept that 
everyone’s expertise is important and necessary to pro-
vide the person with disabilities with a good quality of life, 
(g) avoid the use of professional jargons, (h) effective and 
timely communication with the professionals, and (i) there 
may be differences in opinion, but true collaborative work 
is in the best interests of the person with disabilities that 
every professional is trying to achieve. Regular meetings of 
multi-professional team members with the direct care staff, 
the person with disabilities, and their family carer/advocate 
should help to achieve this goal. Service provider organiza-
tions should put in place the right structure and support to 
facilitate the process of effective liaison with professionals.

Alternatives to Medication (ATM) core module teaches 
caregivers (a) why some people with IDD display challeng-
ing behavior, (b) how understanding the person behind the 
behavior helps to improve caregivers’ relationship with the 
person they support, which in turn should help to improve 
the person’s quality of life, (c) how caregivers’ response to 

challenging behavior and attitude toward the person dis-
playing the behavior can affect the person’s behavior, and 
how can caregivers address this issue, and (d) similarly, 
how can caregivers’ own stress affect the person they sup-
port, and how to handle the stress. SPECTROM provides 
action checklists for managers and organizations to support 
caregivers and prevent stress among them. SPECTROM 
provides a simple scale that caregivers can use to regularly 
assess their mental health status with support from their 
managers to detect and prevent burnout. This module also 
teaches caregivers how to effectively engage and commu-
nicate with the person with disabilities and help with their 
skills building, as discussed in the previous sections.
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