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Distressed behaviour in people living with dementia can include a range of non-cognitive symptoms, 

such as apathy, anxiety, depression, agitation, aggression, delusions and hallucinations, walking with 

purpose, incontinence, altered eating habits, sexual disinhibition, shouting, hoarding, repeated 

questioning and sleep disturbances. 

Antipsychotics are sometimes prescribed to manage distressed behaviour, however, clinical 

evidence shows limited benefits and this practice can threaten patient safety. It is associated with an 

increased risk of stroke, as well as other serious adverse events such as sedation, movement 

disorders such as tremors, dehydration, falls, chest infections, accelerated cognitive decline and 

death. 

There are an estimated 1800 excess deaths and 1620 cerebrovascular accidents each year as a result 

of the prescription of antipsychotics to people living with dementia. 

Based on this evidence, National Institute for Clinical Excellence (NICE) guidance has made clear that 

antipsychotics should be only used in the first instance as a last resort in severe cases or where 

there is the risk of harm to the patient or others. It is important for clinicians to try and identify a 

cause for the distressed behaviours and manage these, along-side carers, using non-pharmacological 

measures rather than resorting to drugs to treat the symptoms.  

If prescribed, regular reviews of antipsychotics should be carried out with a view to reduce or 

discontinue prescriptions whenever possible. GPs often take on prescribing of antipsychotics which 

have been initiated by specialists during a secondary care admission e.g. in a general hospital. This 

can be challenging for GPs to manage, as there is often limited background information as to the 

indication for prescribing or monitoring arrangements. It should be noted, however, that it is usually 

straightforward for GPs to carry out discontinuation or reduction of antipsychotics. 

 

 

 

 

It is recommended that non-pharmacological approaches are used as a first line approach 

(Alzheimer’s Society, 2011). If a person is severely distressed or there is an immediate risk of harm to 

the person or others it may be necessary to offer pharmacological intervention (NICE, 2018).  

What do we mean by ‘distressed behaviour’? An active attempt by the person with dementia to 

meet or express a physical or psychological need. 

For example, agitation may be communicating boredom, anxiety, embarrassment or be a response 

to pain or discomfort or an environmental challenge e.g. noise.  

Typical causes for distressed behaviours are given in the left-hand column in the following table. The 

right-hand column offers suggestions in how to respond to these behaviours. These suggestions are 

recommended for staff with basic dementia awareness.  

Introduction 

Non-pharmacological approaches to managing 

distressed behaviour in people living with Dementia 

https://www.nice.org.uk/guidance/cg42
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If distress behaviours are not resolved with the suggestions below, either for an individual or the 

home, please refer to your local mental health services for specialist assessment and interventions. 

 

Possible cause: physical health  

Distressed behaviour may result from: Ideas for carers: 

Pain  

Resulting from numerous causes e.g. joint, dental 

problems discomfort from skin problems, 

constipation.  

People with dementia are often not able to 

identify or may deny pain due to their cognitive 

impairment / communication difficulties. Pain is 

hugely undiagnosed.  

 
 

Use the Abbey Pain Scale to assess (Appendix 2)  
 
Observe pain response during personal care tasks 
and transfers  
 
See Pain section of this toolkit, page 9 

Delirium  

People with dementia have higher risk of delirium 

The change in the person usually happens quickly 

over 1 or 2 days 

Delirium can be ‘hypoactive’ (lethargy, withdrawn, 
not talking or eating as much), ‘hyperactive’ 
(agitation, hallucinations, inappropriate 
behaviour) or a mixture of both. 
The cause is usually an underlying physical health 

issue which can be treated.  

Delirium requires swift medical diagnosis and 

treatment.  

The mnemonic PINCH ME is used to assess for 
potential causes of delirium: 

 

 
 
Ask yourself ‘is this ‘normal’ for this person?’ 
 
If ‘no’, contact a health professional to carry out 
an assessment for delirium 
 
To support someone with delirium- 
• Keep calm and speak in short, easy to 
understand sentences 
• Remind them where they are and why 
they are there 
• Reassure, don’t argue or disagree 
• Remind them of the date and time and 
make sure they can see a clock and 
calendar if possible 
• Make sure they have their usual glasses 
and hearing aids and use them 
• Encourage them to eat and drink - bring food 
and drinks if this helps 
• Ensure they have some familiar photos or 
objects around them 
• Limit the number of visitors and reduce 
noise as much as possible - stimulating 
the resident too much can make things 
worse. 
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Infections  
 
UTI, thrush, chest, skin infections, cellulitis.  

Seek medical advice 

Hunger, thirst and dehydration  Check access to food and fluids  

Consider food and fluid chart  

Are they able to eat and drink, e.g., denture pain / 

ulcers  

Consider involving speech and language therapy / 

dentist / dietitian  

 

Sleep disturbance  

May be symptom of dementias (Alzheimer’s, Lewy 

Body and Parkinson’s-related dementia)  

Medication side effect  

 

Are they getting any exercise, sleeping too much 

during day, under stimulated?  

Consider trying sleep hygiene, light therapy (seek 

advice from mental health staff).  

 

Physical limitations  

For example - hearing, eyesight, bad feet/nails, 

bed sores 

 

Are staff ensuring they are clear, loud enough, not 

too loud and talking into the good ear or speaking 

slowly enough or approaching from the side 

where eyesight is best?  

If the person has a hearing aid, have the batteries 

been tested. 

 

 

Possible cause: medication side effects 

Distressed behaviour may result from: Ideas for carers: 

Medication side effects  
 
Older people with dementia may have several 
health conditions that require a range of 
medications. Multiple drug taking (polypharmacy) 
increases the risk of adverse effects.  
 
Medications that may cause psychotic symptoms in 
older people during use, or on withdrawal, include: 
Benzodiazepines, Anti-Parkinson drugs - levodopa, 
procyclidine, Anti-arrhythmics - digoxin, 
propranolol, Anti-inflammatories - aspirin, 
indomethacin, Anticonvulsants - carbamazepine, 
phenytoin, Steroids – prednisolone 
 
 

Medication should be reviewed regularly by a 

pharmacist or GP to keep drug use to a 

minimum. A ‘structured medication review’ 

should non-medical interventions that could be 

used to reduce the need for medication. 

In a care home setting, ask for support from the 

multiple disciplinary team (MDT) supporting the 

home. 
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Possible cause: environmental factors  

Distressed behaviour may result from: Ideas for carers 

Under stimulation  Use activities that are personally relevant to 
interests or previous work 
 
Encourage outdoor activity such as caring for 
plants 
  
Provide 30 second plus spontaneous opportunities 
for conversations  
 
Social areas to encourage interactions  
 
Consider the use of music – playing music that 
brings back memories, group singing or 
instruments 
 
Use of electronic ‘pets’, ‘magic tables’ or other 
technology that stimulates and encourages social 
interaction 
 

Over stimulation  May get agitated if too many people around, too 
noisy or after lunch if they are tired – consider 
quiet time, an afternoon nap, the garden, sitting 
with calming music  
 

Specific triggers or circumstances affecting the 
person 

Ensure you have information about the resident 
and their life through their personalised care and 
support plan, ‘this is me’ form and life story 
work so that you can get a better understanding 
of their behaviour. 
 
Ensure that all members of staff are aware of any 
residents’ triggers so that they can be prevented. 
 
Identify, observe and document triggers and use 
consistent approach to prevent behaviour  
Does challenging behaviour happen after relatives 
have visited?  
 

Getting used to new home  
 
May take up to 6 weeks for people to feel settled  
 

Get information from family and/or previous care 
facility of what has helped in the past 
 
Personal belongings in room 
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Consistency of 2-3 key workers for most of 
personal care for first few weeks (check if prefers 
male/female)  
 

Confusion linked to physical design of the home  Enable good lighting, use of pictures and colours 
to find way around, clear signage to toilets, good 
access to personal objects, outside space, etc  
 
 

Reactions to uncomfortable temperatures  If very hot consider increasing fluids, use of fans 
and garden  
If cold use of blankets, extra clothing  
 

 

 Possible cause: lack of awareness of person’s beliefs and life-style preferences 

Distressed behaviour may result from: Ideas for Carers: 

Lack of knowledge about the person and their 
beliefs and preferences 

Consider using life story templates e.g. ‘This is Me’ 
(Available from the Alzheimer’s Society) 
document to gather information.  
Promote respect for religious or cultural rules and 
customs  
Consider whether person thinks they are younger 
with work or care responsibilities, e.g., need to 
collect children from school or go to work.  
Offer alternative meaningful activity which will be 
valued by person.  
Acknowledge where the person is at – don’t argue 
or attempt to change their viewpoint   
Check attitudes towards physical touch  
Consider beliefs about people of different age, 
gender, race/colour  
Promote work with family members to inform 
care and better understand the resident 

 

Possible cause: lack of understanding of how the person sees and interprets their world  
 

Distressed behaviour may result from:  Ideas for Carers:  

Person unable to communicate their needs or 
requests are being ignored  

Be proactive with checking person’s needs at 

frequent intervals  

Use short simple sentences or statements or non-

verbal gestures such as pictures to indicate toilet, 

etc.  

 

Hearing and visual difficulties Check for sensory impairment  

Check which is their ‘best’ ear, or if they have 

visual impairment on one side then approach 

from the other 
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Optician / audiology (home visits possible)  

Are their glasses clean and does their hearing aid 
have batteries that are working? 

Difficulties in recognizing everyday objects  Use alternative means to aid recognition, e.g. 

flushing toilet, holding the object, carer to 

demonstrate use of object  

 

Repetitive behaviours  Use distraction, reassurance, emotion-focused 

strategies  

Disinhibition  

Typically, frontal lobe related  

 

 

Use distraction techniques and alternative means 

of meeting needs.  

Observe for time of day and notice triggers.  

 

Experiencing delusions and visual hallucinations  
 
Can be symptoms of Frontal dementia, Lewy 
Body, vascular dementia and dementia linked with 
Parkinson’s  

Take personal care tasks slowly and give repeated 

reassurance about intentions.  

Acknowledge the delusion / hallucination – don’t 

ignore or try to prove to the person they are 

wrong.  

If they are not concerned or anxious about it then 

don’t dwell on it.  

Ensure plenty of reassurance if person is worried 

and ensure there are alternative activities to be 

involved in.  

Consider referral to specialist services for further 

assessment / treatment  
 

 

Clinicians should be aware of and address the above factors before doing anything else; this 

should include taking a history of the problem, having the behaviour described by the carer/team 

and discussing current and past behaviour with the carer/team. 
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Involve the person/carers/staff in developing 

an ongoing person-centred care plan to 

address individual needs. 

Identify factors that improve distressed 

behaviours e.g. music, dance, aromatherapy, 

cognitive stimulation, massage, multisensory 

stimulation, exercise, creative therapies, 

animal assisted therapies. Consider available 

options and tailor activities to individual 

preferences, skills and abilities. 

Decide and record what symptom/behaviour 

you are treating, set up a system for 

monitoring it (e.g. using simple charts 

completed by nursing staff or carer), and 

monitor and record side effects closely 

(sedation, stiffness, tremor, mobility 

problems). 

 

For mild to moderate distressed behaviours, watchful waiting or non-pharmacological interventions 

should be tried first. Antipsychotic treatment should only be considered if the above options have 

not reduced symptoms to a manageable level. 

 

Pain 

People with dementia can still experience pain and discomfort, although they might find it difficult 

to communicate, particularly as the disease advances. This can lead them to them exhibiting 

agitated, frustrated, confused, anxious, aggressive or fearful behaviour. 

It can be hard to know exactly what is going on, particularly when somebody has advanced dementia 

and finds it very hard to communicate clearly but there may be clues in how they are behaving. 

 

Check to see if the person has a temperature. There may be other physical clues: for example, have 

they recently fallen, do they have an infection or are they constipated? 

 

The PAIN approach could be applied. Manage or 

treat any contributory factors. If the patient is 

not eating or drinking adequately initiate a food 

and fluid chart, and check that they are not 

over-sedated, or have dental problems e.g. ill-

fitting dentures, candida infection. Pain is one of 

the most common causes of BPSD 

Physical problems e.g. infection, pain 

Activity related e.g. dressing, washing 

Iatrogenic e.g. side effects of drugs such as anti-

cholinergic 

Noise and other environmental factors e.g. 

lighting, lack of stimulation 

➢ What does their face look like? Are they grimacing or grinding or clenching their teeth?  
➢ Are they rubbing, pointing or pulling at a particular part of their body? 
➢ Are they irritable, crying or tearful?  Are they groaning, shouting or screaming? 
➢ What is their body language like? Are they stiff, or rocking or perhaps guarding part of their body? 
➢ What happens when they move? Are they less mobile, or moving Has their appetite changed? 

➢ Has their breathing pattern changed? 

➢ differently? Are they pacing, unable to settle for long, restless or fidgeting? 

➢ Are they looking fearful? Do they seem to be seeing things or to be frightened? 
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Things that may be causing pain or distress: 

• Sore mouth, toothache or ill-fitting dentures 

• Earache 

• Being lifted or moved in an uncomfortable or painful way 

• Difficulty in going to the toilet or a urinary tract infection 

• Painful joints 

• Painful sores 

• Uncut finger or toenails 

• Being in an uncomfortable position or the same position for a long time 

Action that might help, depending on the severity of the pain, include the following. 

• Changing their position 

• Touch, massage, presence and reassurance 

• Cool compress, or warmth 

• Using easily available painkillers such as paracetamol 

Sometimes this may not be enough, and it may be necessary to speak to a doctor or a dentist, or to 

ask for prescription painkillers and use them if you already have been given them.  

This progression from weaker to stronger types of pain relief is sometime called the “analgesic 

ladder”.  

You may need to act as an advocate or supporter for the person with dementia to make sure other 

pain medications are considered or tried. 

Remember that pain assessment tools are available which can help you assess the person’s pain and 

manage their symptoms (see the Abbey Pain Scale - Appendix 2). 

It is important to assess pain both when the person is at rest and during activity, such as doing 

everyday tasks.  

 

Considerations for New Prescriptions of antipsychotics in people with dementia 

There is limited evidence for the pharmacological management of distressed behaviours in people 

living with dementia.  

There is a high rate of spontaneous remission (or placebo effect) in trials, so watchful waiting may be 

useful in the case of less severe problems since up to half of all cases may be self-limiting.  

For most people with dementia, the risk of harm of antipsychotic treatment outweighs the likelihood 

of benefit, therefore they should not be considered as first-line treatment options except in 

circumstances of extreme risk and harm.  

Antipsychotics should be used with caution, particularly, in Parkinson’s disease and dementia with 

Lewy bodies. There is a high risk of movement disorders (such as involuntary or uncontrollable 

movements, tremors and muscle contractions). 
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Choice of which anti-psychotic to prescribe 

When the decision is made that the benefit of antipsychotic treatment outweighs the risk of harm, 

there are several drugs available.  

Antipsychotics, with the exception of risperidone and haloperidol in some circumstances, are not 

licensed in the UK for treating non-cognitive symptoms of dementia. However, antipsychotics are 

often prescribed off-label[1] for this purpose. 

Antipsychotic Suitable use Considerations 

Risperidone Risperidone is licensed for 
short-term treatment (up to 6 
weeks) of persistent 
aggression in patients with 
moderate to severe 
Alzheimer's dementia 
unresponsive to non-
pharmacological approaches 
and when there is a risk of 
harm to self or others. Other 
use in dementia would be off-
license 

Use caution in use in people 
with risk factors for stroke, 
particularly in those with non-
Alzheimer’s type dementia. 
Use with caution in those with 
hepatic and renal impairment. 
Risk of venous 
thromboembolism 

Haloperidol Licensed for treatment of 
acute delirium, and persistent 
aggression and psychotic 
symptoms in patients with 
moderate to severe 
Alzheimer’s dementia and 
vascular dementia when 
nonpharmacological 
treatments have failed and 
when there is a risk of harm to 
self or others.  

Avoid if the diagnosis sub-type 
is unclear as there can be 
adverse issues in connection 
with Lewy Body Dementia. 
Risk of stroke 
Risk of venous 
thromboembolism 

Quetiapine Un-licensed 
Not recommended by the 
manufacturer for psychosis in 
dementia 

Considered lower cardiac risk 
Risk of stroke 
Risk of venous 
thromboembolism 

Aripiprazole Un-licensed 
Not recommended by the 
manufacturer for psychosis in 
dementia 

Risk of stroke 
Risk of venous 
thromboembolism 

Olanzapine Un-licensed 
Not recommended by the 
manufacturer for psychosis in 
dementia 

Risk of stroke 
Risk of venous 
thromboembolism 

https://www.nice.org.uk/advice/ktt7/chapter/Evidence-context#ftn.footnote_1
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Prior to initiation discuss risks and benefits with the patient/relative/carer, the indication for the 

prescription, alternatives considered and plans for review, reduction and cessation. If use is 

unlicensed then consent should be obtained. All discussions about risks and benefits of use must be 

clearly documented  

Monitoring of treatment (where possible - consider feasibility of monitoring and co-morbidities) 

• Baseline –U&Es, FBC, LFTs, Prolactin, HbA1c, ECG, pulse, BP, weight, and BMI 

• During dose titration – BP, pulse, extrapyramidal side effects 

• 6 months, and then annually thereafter (under care of specialist) - U&Es, FBC, LFTs, 

Prolactin, lipids (fasting), HbA1c, Side effects, ECG, pulse, BP, weight, and BMI. 

Risk of Stroke – There is an increased risk of stroke in people with dementia taking atypical 

antipsychotics. Risperidone should be used with caution in patients with risk factors for stroke. The 

risk is higher in people with non-Alzheimer’s type dementia, and risperidone should not be used in 

this population. 

Risperidone 

Risperidone is licensed for short-term treatment (up to 6 weeks) of persistent aggression in 

patients with moderate to severe Alzheimer's dementia unresponsive to non-pharmacological 

approaches and when there is a risk of harm to self or others. Other use in dementia would be 

off-license. 

By mouth 

• For Adult  

A starting dose of 250 micrograms twice daily is recommended. This dosage can be individually 

adjusted by increments of 250 micrograms twice daily, not more frequently than every other day, 

if needed. The optimum dose is 500 micrograms twice daily for most patients. Some patients, 

however, may benefit from doses up to 1 mg twice daily.  

Renal or hepatic impairment - The starting and consecutive dosing should be halved, and dose 

titration should be slower for patients with renal impairment. A once daily dose of 250 

micrograms is suggested. Risperidone should be used with caution in people with hepatic 

impairment. 

Information sources - The manufacturer’s information leaflet is available via 

www.medicines.org.uk. Additional information for people taking risperidone is available via the 

Choice and medication website. A link to this website can be found here, offering information in 

different formats and languages.  

Formulations of risperidone other than standard tablets - Risperidone is available in tablets of 

500 micrograms and 1 mg. A liquid preparation (1mg/mL) should be prescribed for doses which 

cannot be given using the tablets. Or dispersible tablets (1 mg and 500 microgram) are available 

but are significantly more expensive than the liquid formulation. The smallest dose that can be 

measured using the pipette provided with the liquid formulation is 250 micrograms. 

 

https://www.choiceandmedication.org/sabp/printable-leaflets/patient-information-leaflets/132/ALL/
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Risk of venous thromboembolism (VTE) - Cases of VTE have been reported with antipsychotic drugs. 

All possible risk factors for VTE should be identified before and during treatment with risperidone 

and preventative measures undertaken. 

Prescriptions for antipsychotics should be time limited and reviewed against target symptoms and 

side effects. Once initiated continuation should be reviewed within 6 weeks (best practice may be 

earlier to encourage de-prescribing) and reduction or cessation actively considered at each review. 

Document the therapeutic response and signs of possible adverse events including mobility, falls, 

sedation, low blood pressure, chest infection, and anticholinergic side-effects. Don’t continue the 

drug if it is ineffective after a week’s trial. 

Patients requiring anti-psychotic medication on a regular basis for more than a week to manage 

behavioural disorder should in general be assessed by a psychiatric team. When prescribing, health 

professionals should avoid using PRN* as it can be confusing for care staff regarding when and how 

to administer the medication. 

Consider reducing or stopping medication if appropriate after 3 months, at the latest. 

If the original reason for prescribing the antipsychotics returns, then go through the above points. If 

initiated in secondary care, then specialists should give clear instructions of when to review and stop 

medication. 

Be alert for and treat any coexisting emotional disorders (e.g. depression and/or anxiety and sleep 

disturbances). Remember that depression and anxiety are common in dementia and it is often safer 

to use an antidepressant as a first line treatment before considering antipsychotic medication. 

 

Reviewing patients already prescribed an antipsychotic 

When using antipsychotics use the lowest effective dose for the shortest possible time. NICE 

guidance advises to reassess the person at least every 6 weeks, to check whether they still need 

medication. An attempt should be made to withdraw treatment after 6 weeks – if this is 

unsuccessful and ongoing treatment is required refer for specialist advice. 

Stop treatment with antipsychotics if the person is not getting a clear ongoing benefit from taking 

them and after discussion with the person taking them if possible, and their family members or 

carers. 

As there are already people with dementia on antipsychotics in primary care, GPs have a key role to 

play in reviewing these patients with a view to stopping treatment if appropriate. This is a priority 

group to be offered a structured medication review with the focus being on reducing any 

inappropriate prescribing. A Structured Medication Review is a NICE approved clinical intervention 

designed to holistically review a person’s medicines, undertaken by experts including clinical 

pharmacists, doctors or nurses with the resident (and family where appropriate) in the context of 

their clinical condition. 

 

 

*PRN stands for 'pro re nata,' which means that the administration of medication is not scheduled. Instead, the 

prescription is taken as needed 
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The NHS Long Term Plan contained a commitment as part of the Ageing Well Programme to roll out 

the Enhanced Health in Care Homes (EHCH) model of care across England by 2024, commencing in 

2020. Requirements for the delivery of EHCH by Primary Care Networks (PCNs) are included in the 

Network Contract Directed Enhanced Service DES for 2020/21. This includes pharmacy supported 

provision of Structured Medication Reviews (SMRs) and Medicines Optimisation within 

multidisciplinary teams (MDTs) for care homes. PCNs are contractually obliged to undertake SMRs 

for residents in care homes. 

If it is not already available, local health systems should consider if their data systems could provide 

Primary Care staff with data on patients being prescribed anti-psychotics, to enable them to manage 

and undertake medication reviews. There may be some patients with undiagnosed dementia 

prescribed antipsychotics that need reviewing. It is highly recommended that there is an annual 

audit of patients on an antipsychotic to discover those that do not have a linked diagnosis requiring 

this medication. 

Where antipsychotics are already prescribed for distressed behaviours in people living with 

dementia, all healthcare professionals should question the need for long-term use. There are 

emerging roles in Primary Care Networks, such as Mental Health Pharmacists, which could be 

developed to support medication reviews. 

All patients with dementia currently on antipsychotics for behavioural problems who have not had a 

trial discontinuation in the last 3 months should have the antipsychotic reviewed and stopped to 

assess the risks and benefits of continued treatment unless: 

• The antipsychotic was prescribed for a pre-existing condition prior to a diagnosis of 

dementia, e.g. bipolar disorder or psychotic depression 

• The patient is under regular review by a specialist for behavioural problems. This does not 

include reviews solely planned to assess the on-going benefits of prescribing cholinesterase 

inhibitors (e.g. donepezil) or memantine to delay cognitive decline. 

• There is a detailed care plan in place for ongoing antipsychotic use. 

If the patient is under regular review by secondary care for behavioural problems then responsibility 

for reviewing and reducing or stopping the antipsychotic lies with secondary care, otherwise this 

should be undertaken by the patient’s GP. The person’s care plan should indicate who is responsible 

for reviewing, reducing and stopping the prescription to avoid any confusion. 

Bear in mind that in older people it is good practice to only change one medicine at a time when 

deciding whether to reduce or stop an antipsychotic. 

It is recommended that when reviewing a number of patients in a care home, that the stopping of 

treatment is staggered and those patients considered to be the most likely to not need the 

antipsychotic are stopped first, to give the home confidence in the process. 

If a decision is made to reduce or stop an antipsychotic, carers should be involved in the decision 

and supported through the process. 

The risk of recurrence of distressed behaviour after discontinuation is more likely if: 

• Previous discontinuation has caused behaviour to return 

• The person currently has severe symptoms 
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If the person is receiving a “low dose” then proceed directly with discontinuation and monitoring. 

 

If the person is receiving a higher dose, taper the dose over one month: 

• Reduce to half dose for two weeks 

• GP review at two weeks 

• Discontinue immediately after a further two weeks 

Review every stage of dose reduction to evaluate patient response. 

In some cases, it may be necessary to withdraw the drug more slowly, particularly if symptoms 

reappear. 

• Implement small decreases in dose (ensure dose reduction is possible with strengths 

available), one step down at a time. 

• Where the anti-psychotic is given more than once daily, decrease only one dose to start 

with, choosing the dose where patient is likely to be least affected. 

• Allow enough time for the patient to adapt to the new dose (usually 1-2 weeks) before 

considering the next small reduction in dose. 

• When the lowest dose has been achieved daily then administer on alternate days before 

stopping completely. 

If any medication is stopped, make sure the repeat prescribing record is updated including the 

rationale for stopping treatment, to prevent a further supply being prescribed. 

If the patient is difficult to manage or distressed behaviour returns, seek advice from local mental 

health trusts. 
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Summary flowchart – responding to distressed behaviours 
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Anticholinergics (ACh) are a group of substances used to treat the side-effects of antipsychotic 

medication by blocking the action of the neurotransmitter acetylcholine to treat extrapyramidal 

symptoms. These medications are also associated with side-effects including blurred vision, dry eyes, 

urinary retention, heat intolerance, cognitive impairment, delirium and delusion. 

Anticholinergic burden (ACB) is the cumulative effect of taking multiple medications which have 

anticholinergic properties. This measure is used to recognise which adverse symptoms may be 

caused by medication or a combination or medications, or by cognitive decline and physiological 

changes associated with ageing and dementia.  

Atypical antipsychotics, sometimes known as second generation antipsychotics (SGAs), are a type of 

antipsychotic drug introduced in the 1990s for the treatment of psychiatric conditions. Virtually all 

the antipsychotics prescribed for dementia are atypical as the generation of typical antipsychotics 

developed in the 1950s have fallen out of favour. 

Cholinesterase inhibitor is a class of drug which prevent the normal breakdown of acetylcholine, the 

primary neurotransmitter found in the body which has functions in the peripheral and central 

nervous system. These drugs are used as a treatment for dementia and include Donepezil, 

Galantamine and Rivastigmine. 

Disinhibition is a lack of restraint and the inability to withhold or suppress inappropriate, dangerous 

or impulsive behaviour. This is a common behavioural and psychological symptom of dementia. 

Extrapyramidal symptoms or side-effects are drug-induced impairments in the body which can 

include dystonia (muscle spasms and contractions), akathisia (motor restlessness), slowness of 

movement, rigidity and tremor. These symptoms are common side-effects of the use of anti-

psychotics and are often treated using anticholinergic medication.  

FBC or full blood count is a full blood examination, a set of tests which provide information about 

the counts of different kinds of cells in the blood (white blood cells, red blood cells, platelets, the 

concentration of haemoglobin, and the haematocrit or volume percentage of red blood cells). The 

FBC is used as part of baseline monitoring of treatment. 

HbA1c is a measure of how well-controlled blood sugar has been over a period of 3 months. It 

provides a good idea of how high, low or average blood glucose levels have been and is therefore an 

important monitoring test. 

Hepatic impairment is an impairment to or the decline of the liver. This can alter the response to 

drugs in several ways, including impaired metabolism. Antipsychotic medications such as risperidone 

should only be used with caution in someone with hepatic impairment. 

Lewy Bodies are clumps of protein in the brain which can build-up and affect chemicals in the brain, 

which in turn can lead to issues with memory, movement, thinking skills and behaviour.  

Lewy Body Dementia (LBD) is a type of dementia caused by abnormal deposits of Lewy bodies in the 

brain. It is a common variety of dementia and is associated with a decline in thinking, reasoning, 

mood and independent function. 

Glossary of key terms 
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LFT or liver function tests are a specific range of blood tests which provide information about the 

state of the liver. 

Lipids are fatty acids or derivatives which are found in the blood (cholesterol and triglycerides) and 

which can be measured as part of routine health tests as a determinant of high cholesterol. 

Neuroleptic is another term for an antipsychotic medication and refers to the suppression of nerve 

functions. 

Iatrogenic is the causation of a disease or symptom by treatment or diagnosis. For example, the 

side-effects of anti-psychotic drugs when used to treat patients with dementia. 

Placebo is a substance or treatment which is designed to have no therapeutic value. In some medical 

trials, a placebo is used as a control measure to prevent the recipient knowing whether they are 

receiving a real treatment. This is because expectations and beliefs about medical treatment can 

impact how effective they are.  

Plasma glucose is the volume of blood in blood glucose, which is the specific component of blood 

which holds the blood cells of whole blood in suspension.  

PRN stands for 'pro re nata' which means that the administration of medication is not scheduled. 

Instead, the prescription is taken as needed 

Prolactin is a protein used in the production of milk and secreted by the pituitary gland. It plays an 

essential role in metabolism and the immune system and its monitoring is an important component 

of baseline health monitoring. 

Renal impairment is impairment to or the decline of the kidney. Decline in kidney function is 

common in old age and makes the organ less effective at secreting a drug which might be toxic or 

otherwise cause illness. For this reason, the dosage of antipsychotics should be lowered if the 

patient has renal impairment. 

Spontaneous remission is an unexpected improvement or cure from a progressive disease. In a drug 

trial, a placebo (see above) is used to account for the possibility of the condition of a disease 

improving without a known cause. When trialling a drug, it is important to be watchful as the high 

rate of spontaneous remission in trials of antipsychotics indicates the patient may not be improving 

because of the drug. 

U&Es is an abbreviation for urea and electrolytes, which provide useful information about the 

volume of blood and its PH and specifically kidney functioning. 

Vascular dementia is a common type of dementia caused by reduced blood-flow to the brain. It 

affects around 150,000 people in the UK. 

Thromboembolism or deep vein thrombosis is a condition where blood clots form in veins deep 

inside the body. This can cause stroke, pulmonary embolism and other health issues and is a 

significant cause of morbidity and death in adults. Treatment typically involves anticoagulants (blood 

thinners), aspirin or vasodilators which relax and widen vessels. 
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Appendix 1: ‘All About Me’ 

This document can be used to help health and social care staff to better understand the person with dementia so care can be more personalised. This can 

help to reduce distressed behaviours. 

Appendices 
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Appendix 2: The Abbey Pain Scale 
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Appendix 3: Behaviour Support Plan 
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Appendix 4: Carer completed distress behaviour symptom recording form for people living with 

dementia (COMPLETED EXAMPLE)  

1. Describe the unwanted behaviour(s) that concern you as a carer in the first column.  

2. At the end of each day, put the appropriate code in the column and make a comment if you wish.  

3. Ideally the same person should complete the form each day.  

4. Use an additional form if necessary.  

Column codes  

A. Not a problem today  

B. A problem but manageable  

C. Finding it difficult to cope  
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Appendix 5: Carer completed distress behaviour symptom recording form for people living with 

dementia (BLANK EXAMPLE)  

Carer completed non-cognitive symptom recording form for people living with dementia  

Name ……………………………………………..  

1. Describe the unwanted behaviour(s) that concern you as a carer in the first column.  

2. At the end of each day, put the appropriate code in the column and make a comment if you wish.  

3. Ideally the same person should complete the form each day.  

4. Use an additional form if necessary.  

Column codes  

A. Not a problem today  

B. A problem but manageable  

C. Finding it difficult to cope  
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Appendix 6: Assessment of patient with non-cognitive symptoms 
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Appendix 7: Anticholinergic Burden  

Background  

Anticholinergics should be prescribed with caution as elderly patients are more likely to experience 

adverse effects such as constipation, urinary retention, dry mouth/eyes, sedation, confusion, 

delirium, photophobia, falls and reduced cognition (may lead to wrong diagnosis of dementia). 

Systematic reviews and meta-analysis show that there appears to be some association between 

anticholinergic drugs and cognitive impairment, falls and mortality.  

The Anticholinergic Burden (ACB) score is useful to raise awareness of the anticholinergic effects of 

different medicines. A number of studies have been published which aim to assign drugs with one, 

two or three points; the higher the number, the stronger the anticholinergic effect.  

Recommended Action  

• Identify older or frail people or people with complex multi-morbidities taking anticholinergic 

drugs.  

• Minimise the use of anticholinergic drugs where possible. If an older adult is prescribed an 

anticholinergic medication which has been assigned a score of 2 or 3, or if they are on a 

range of drugs that add up to an ACB score of 3 or more, then an informed decision should 

be made to either discontinue medication if there is no absolute need, or to switch to 

medication with a lower ACB score or from a different class.  

• Review at regular intervals for efficacy or tolerance.  

• Review medication in older people that have had a fall or are at increased risk of falling as 

part of a multifactorial risk assessment.  

 

In patients with dementia:  

• Perform a medication review to identify and minimize use of drugs that may adversely affect 

cognitive function.  

• Avoid prescribing anticholinergics with acetylcholinesterase inhibitors.  

• If there is a suspicion of anticholinergic induced impaired cognition, carry out a mini mental state 

examination (or equivalent) and consider switching or stopping if confirmed and clinically 

appropriate.  

(adapted from PresQIPP B140. Anticholinergic Drugs) 
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Appendix 8: Drugs on the Anticholinergic Cognitive Burden Scale 
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Appendix 9: Baseline measurements before initiating Risperidone 
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Appendix 10: Review checklist – antipsychotics in dementia 

Antipsychotics in Dementia – Review Checklist 
Adapted from NHS South West Partnership 

Patient name  
Date of birth  
Antipsychotic prescribed 
and dose 
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Appendix 11: Further sources of advice and guidance 

Alzheimer’s Society Website  
Contains a wide selection of fact sheets, in particular: 
o Changes in Behaviour  

o Challenging Behaviour in Dementia  

o Staying healthy with sleep  

o Sleep disturbance and waking up at night  

o “This is me” document  

o Drugs used to relieve behavioural and psychological symptoms  

o Preventing and managing aggressive behaviour 

Life Story Network, Knowing Me! Dementia Depression and Delirium – A person centred education 
and training resource.  
Life Story Network offer tailored training for the health & social care sector into improving quality of 
life of people with dementia. The training package covers relationship-based, person-centred care, 
supporting family and friends and meaningful activity and occupation. 

Choice and Medication  
This website provides information leaflets on medicines, and a series of information leaflets on 
dementia and Alzheimer’s disease.  

Electronic Medicines Compendium 
For prescribing information and manufacturer’s patient information leaflets  

Dementia UK 
A charity committed to improving quality of life for all people affected by dementia.  

Management of dementia in primary care  
A module provided by BMJ Learning 

National Council for Palliative Care. 
How Would I Know What I Can Do? How to help someone with dementia who is in pain or distress 

NHSE/I South East Clinical Delivery and Networks 
Dementia and Older People’s Mental Health: Guidance for Primary Care Networks and Care Homes 

NICE Decision aid  
Antipsychotic medicines for treating agitation, aggression, and distress in people living with 
dementia.  

NICE Dementia Quality Standard QS184 
Published June 2019  

NICE. Dementia: assessment, management and support for people living with dementia and their 
carers. NICE guideline 97 
Published June 2018 

SCIE (Social Care Institute for Excellence)  
Fact sheets, online training, training videos  

Taylor D, Barnes T, Young A. Maudsley Prescribing Guidelines in Psychiatry. 13th Edition. Wiley 
Blackwell 2018  
 
 

http://www.alzheimers.org.uk/
https://hubble-live-assets.s3.amazonaws.com/lifestorynetwork/redactor2_assets/files/18/Knowing_Me__V1.pdf
https://hubble-live-assets.s3.amazonaws.com/lifestorynetwork/redactor2_assets/files/18/Knowing_Me__V1.pdf
https://www.choiceandmedication.org/sabp/
http://www.medicines.org.uk/
http://www.dementiauk.org/
https://learning.bmj.com/learning/module-intro/dementia-primary-care.html?moduleId=10032231&searchTerm=
https://www.stlukes-hospice.org.uk/wp-content/uploads/2017/07/How_Would_I_know.pdf
https://www.southeastclinicalnetworks.nhs.uk/wp-content/uploads/2021/03/Dementia-OPMH-Guidance-for-PCNs-and-Care-Homes.pdf
https://www.nice.org.uk/guidance/ng97/resources/antipsychotic-medicines-for-treating-agitation-aggression-and-distress-in-people-living-with-dementia-patient-decision-aid-pdf-4852697005
https://www.nice.org.uk/guidance/qs184
file:///C:/Users/BAdams/AppData/Local/Microsoft/Windows/INetCache/Content.Outlook/X9NBS9D1/nice.org.uk/guidance/ng97
file:///C:/Users/BAdams/AppData/Local/Microsoft/Windows/INetCache/Content.Outlook/X9NBS9D1/nice.org.uk/guidance/ng97
https://www.scie.org.uk/dementia/
https://dl.uswr.ac.ir/bitstream/Hannan/32636/1/9781119442608.pdf

