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76 WHAT YOU NEED TO KNOW  
ABOUT YOUR COURSE

Welcome
The aim of this resource is to provide the essential 
knowledge and skills you require to provide support to 
clients with an intellectual disability and dementia. 

We select our Premium Health trainers and assessors 
carefully. All our trainers are nurses or paramedics who 
have technical expertise and experience in education, 
first aid and the health care sector. This enables our 
health professionals to provide you with quality training 
for which is what Premium Health is known. 

Evaluation of the course
Your feedback is important to us as we use this as part 
of our continuous improvement cycle. Please undertake 
our evaluation which will be discussed during the course. 

Premium Health’s customer service
We offer you an on-going service in relation to first aid 
information and invite you to call our office on  
1300 721 292 or email us on  
customerservice@premiumhealth.com.au.

For more information about Premium Health products, 
services and policies, access our website  
www.premiumhealth.com.au

DEMENTIA 

Dementia
Dementia is a term describing symptoms of cognitive 
impairment that can affect a person’s memory, 
thinking, reasoning, behaviour, personality, and ability to 
communicate. It is caused by disorders affecting brain 
function and there are many types.

While dementia is commonly associated with the elderly, it 
isn’t a natural part of aging. In Australia it is estimated that 
there are around 460,000 diagnosed people (AIHW, 2020), 
and approximately 28,000 people, of those are younger 
than 65 years (Dementia Australia, 2021). Dementia 
can happen to people in their thirties and people with an 
intellectual disability (ID) are at increased risk.

Dementia is progressive, meaning the symptoms will 
get worse over time. A person’s abilities can rapidly 
change, and people with an ID can experience more rapid 
changes than those who have dementia without an ID. 

It can affect people in different ways and not all 
people will experience the same issues. As dementia 
progresses, the need for person centred support 
increases. 

Caring for clients with an ID and dementia, requires 
an understanding of the types, causes, symptoms and 
effects. This understanding enables you to identify and 
respond to client needs, preferences, strengths and 
interests to provide care and purposeful activities. 

Dementia care for people with intellectual 
disability
Intellectual disabilities affect the way people learn and 
adapt to change in their environment, including changes 
in support workers, routines, places and experiences. 
Clients with an ID have reduced average intellectual 
functioning and limited ability in two or more areas of 
adaptive behaviour such as self-care, communication 
and social skills. Some clients will have sensory 
conditions, with common ones being hearing and visual 
impairments. 

An ID includes Down syndrome, Fragile X syndrome, 
Prader-Willi syndrome (PWS), fetal alcohol spectrum 
disorder (FASD) and developmental delay. People are 
born with the above conditions and syndromes. Some 
people can develop an ID from trauma, malnutrition, 
illness such as meningitis, complication during birth and 
exposure to alcohol and drugs.

https://www.aihw.gov.au/reports/australias-health/dementia
https://www.dementia.org.au/information/statistics/prevalence-data
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GENERAL INFORMATION
Dementia is the result of loss of, or damage to brain cells. 
There are many reasons for brain cell loss or damage, 
with the most common related to Alzheimer’s disease, 
vascular dementia and dementia with Lewy Body disease, 
and some types can occur at the same time. Meaning a 
person may have several types of dementia. As identified, 
dementia can happen at any age and when it occurs in 
people under 65 years of age is known as ‘younger onset 
dementia’ or ‘early onset dementia’. The types and causes 
of younger onset dementia are the same as for dementia 
in people over 65. 

In people with an ID, the average onset of dementia is 
approximately 10 years earlier than those in the general 
population. Alzheimer’s disease is common in people 
with Down syndrome and is frequently younger onset. 
The reasons people with an ID are at increased risk for 
dementia include impairments affecting the senses and 
poor physical and mental health. 

People with Down syndrome and Prader-Willi syndrome 
can experience vision impairment, and some will develop 
early age cataracts. Hearing loss is also common for 
people born with Down syndrome, PWS and FASD. 

Type 1 and 2 diabetes are very common in people with 
Down Syndrome and FASD. This is due to low metabolic 
rates and muscle tone and endocrine system problems. 

Many people with Down syndrome, PWS and FASD 
experience depression, generalised anxiety and 
obsessive-compulsive disorders.

TYPES AND CAUSES OF DEMENTIA
Alzheimer’s disease 
Alzheimer’s disease is the most common type of 
dementia in the general population and is also the most 
common for people with Down syndrome. 

There is research that shows that almost all people with 
Down syndrome have developed changes in the brain 
that are seen in people with Alzheimer’s disease, and one 
third of people with Down syndrome develop dementia 
in their 50’s (Alzheimer’s Society, 2021). The reason is 
thought to be because people with Down syndrome have 
three instead of two copies of chromosome 21, and this 
chromosome carries a protein that causes the build-up 
of plaques in the brain.

Plaques and other deposits called tangles build up and 
kill brain cells causing the brain (outer cortex) to shrink 
causing short term memory loss. Alzheimer’s often 
develops over years, affecting deeper and different parts 
of the brain, leading to dependence on support for daily 
functioning. 

Not all people with Down syndrome will develop 
symptoms of Alzheimer’s, but those that do can have 
different symptoms and develop it at a younger age than 
in the general population. Seizures are common in people 
with Down syndrome and Alzheimer’s, and sometimes 
the first sign that a person has dementia. People with 
Down syndrome can also have other forms of dementia, 
including dementia with Lewy Body disease, described 
later in this section.

DEMENTIA

Vascular dementia ischemia

Midbrain

Medulla

Pons

The brainstem

Cerebellum

Cerebrum

Spinal cord

Healthy blood vessels Blood vessels with 
multiple infarcts

Vascular dementia is a term used to describe dementia 
caused by reduced blood flow to the brain. Vascular 
dementia can occur if high blood pressure, high 
cholesterol and/or diabetes isn’t treated. As discussed 
previously, people with Down syndrome and PWS can 
experience diabetes and cardiovascular problems, so 
it’s not uncommon for people to have both vascular 
dementia and other types of dementia. When a person 
has more than one type of dementia they are diagnosed 
with ‘mixed dementia’.

Vascular
Dementia

Patient

Stroke and heart attacks

High blood pressure

High Colesterol

Obesity

Diabetes

Age factor

Atrial Fibrillation

Smoking and alcoholism

Reduced blood flow can occur with blood clots, including 
stoke, and blocked arteries that reduces blood to areas 
of the brain that affect memory, thinking, reasoning and 
language. Small strokes may not have symptoms and 
can occur over a long period of time. 

Learning can be difficult for people with vascular 
dementia, making learning even more complicated for 
people with an ID. People with vascular dementia can 
also experience depression and mood swings. People 
with an ID are already at greater risk of depression and 
mood disorders than people in the general population.

https://www.alzheimers.org.uk/about-dementia/types-dementia/learning-disability-risk-developing-dementia#content-start
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Lewy body disease
Lewy body disease (LBD) is a term used to describe 
conditions where protein clumps build up in brain cells, 
damaging the cells over time. The clumps are called 
Lewy bodies and they affect a person’s movement, 
behaviour and thinking, leading to confusion and 
sometimes hallucinations, for example, seeing someone 
in the room that isn’t there. 

There are three conditions :

• dementia with Lewy bodies, where people experience 
changes to behaviour and thinking

• Parkinson’s disease, with early symptoms related to 
movement including tremors, joint and limb stiffness 
and speech difficulties such as a quiet voice, lack of 
emotion, slurring of words or mumbling 

• Parkinson’s disease dementia, with early symptoms 
affecting movement, thinking and behaviour.

Some people can have both Alzheimer’s disease and 
Lewy body disease. 

An older man with Parkinson's disease.

The highlighted black substance of the midbrain in the 
top right 3D image shows a decrease of brain volume 
and accumulation of Lewy bodies in its neurons. 

The bottom right image 3D illustration shows a neuron 
containing Lewy bodies - small red spheres which are 
deposits of proteins accumulated in brain cells that 
cause their progressive degeneration.

Frontotemporal dementia
Frontotemporal dementia (FTD), also called Pick’s 
disease or frontal lobe dementia, describes dementia 
resulting from the degeneration of one or both brain’s 
frontal and temporal lobes.

This is not a common type of dementia but is often 
diagnosed in people in the general population between 
the ages of 45 and 65. Many people with an ID meet the 
criteria for having FTD.

The frontal lobes control thinking, reasoning, emotions 
and behaviour and the temporal lobes control language, 
hearing and memory. People with FTD can experience 
changes in behaviour and personality and decreases in 
their language skills and hearing. These symptoms may 
be present before memory loss.

Brain lobes and their functions

Frontal lobe

Temporal lobe Cerebellum

Brain stem

Parietal lobe

Occipital lobe

Frontal lobe
Thinking, speaking, memory, movement

Parietal lobe
Language, touch, taste, smell

Occipital lobe
Vision, colour, letters, left / right

Cerebellum
Balance, coordination

Brain stem
Breathing, heart rate, temperature, blood pressure

Temporal lobe
Hearing, learning, feelings, fear

Stages and features of dementia 

STAGE SIGNS AND SYMPTOMS

Early dementia • memory loss

• changes in the ability to reason or solve problems 

• seizures in people with Down syndrome, affecting health

• change in skills for daily living (adaptive behaviour)

• agitation and aggression

• depression and anxiety

• lack of interest in social interactions and apathy 

• emotional difficulties, including screaming and crying 

• repeatedly asking the same questions

Moderate dementia • increased memory loss and confusion

• loss of reasoning, including not being able to understand instructions

• wandering and getting lost

• seizures may begin or increase for people with Down syndrome

• paranoia

• agitation and aggression 

• increased language difficulties, including incorrect use of words

• loss of skills in self-care

• putting clothes on the wrong way

• increase in stubbornness and rigidity

• disinhibited behaviours, such as removing clothes or making harmful comments

• slower movement

• increased issues with diet for people with Down syndrome and PWS, may include 
gorging of food

Advanced dementia • inability for self-care

• hallucinations and delusions

• irrational fears

• poor communication skills

• incontinence

• difficulty in swallowing 

• uncontrolled movements

• loss of ability to walk, and at the end of the stage, bedridden

PROGRESSION AND STAGES OF DEMENTIA
While dementia is different for each person, both for people with an ID and the general population, the symptoms or 
signs are often classified into three stages: early dementia; moderate dementia; and advanced dementia. 

In people with Down syndrome and other IDs, the symptoms in stages two and three can be similar to those in the 
general population. However, dementia can progress more rapidly.

The three stages and their symptoms are described in the table below.

DEMENTIA
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Care goals across the stages
People with an ID may have learned before dementia 
affected their lives, adaptive behaviours and also 
developed skills to communicate in different ways 
to enable them to live independently or with support. 
In addition, people with an ID are more likely to have 
underlying physical health issues and may be receiving 
treatment. People with Down syndrome and Alzheimer’s 
seizures need to be closely monitored by health 
professionals. 

The care goals for people with dementia are set by the 
client and their care team, which can include family 
members or friends, case manager, and health, medical 
and community services specialists. The support care 
goals, while person-centred, can shift from managing 
personality changes and behaviour and supporting 
independence with early dementia to end of life care for 
advanced dementia. 

When dementia is advanced, some people may not be 
able live at home and require fulltime care in a residential 
setting. 

YOUR SCOPE OF PRACTICE
You must have a clear understanding of the care goals 
and your responsibilities as a support worker. 

Identify what activities are to be supported or performed 
by you and those the client can manage. Be responsive to 
the health care plan and the stakeholders of your clients:

• family 
• other support workers in supported independent living 

centres 
• health and medical professionals advising of your 

client’s abilities

Know what you can do for the client, and what you can’t. 
For example, you might help with personal care, transport 
and social activities, but you can’t change you client’s 
care plan and you can’t make decisions about medical 
treatment. 

Balancing duty of care and dignity of risk
As a support worker, you have a duty of care to take care 
of clients’ safety and wellbeing. Clients have the right to 
be involved in decision making about their health and 
wellbeing and the right to dignity of risk. This means 
that some of the decisions could put the client at risk of 
harm. For example, a client who may want to iron their 
clothes even though they sometimes forget to turn off 
the iron.

You will sometimes have to balance dignity of risk 
with safety. You can do this by applying strategies for 
different activities and using aids. Using the example of 
the client who would like to iron their clothes, the client 
could purchase an iron that automatically turns off 
when not used. A client who is beginning to experience 
problems with balance but doesn’t want support to 
shower, could use a shower seat, non-slip mats, and be 
encouraged to use installed grab-rails.

Client participating in woodwork activity

As dementia progresses, your client may not be able 
to make decisions. Sometimes, clients may have 
discussed with family, friends or support workers their 
wishes and even appointed a person so they can make 
decisions based on the client’s preferences. You and 
your supervisor would work with this appointed person to 
make sure you can still provide person-centred support 
to your client.

Maintaining boundaries
When you provide care, you develop a trusting 
relationship with your client to be able provide support. 
You need to make sure your client and their family or 
friends understand your role and responsibilities and that 
you can’t perform tasks outside the scope of your role. 
For example, shopping for your client in your own time. 

When you work closely with a client you get to know a 
lot about their personal family and other relationships. 
You need to make sure you also don’t get involved in their 
personal matters and that you don’t share your personal 
problems with your client or their family.

DEMENTIA

IDENTIFYING NEEDS, PREFERENCES, 
STRENGTHS AND INTERESTS 

Ask questions
to get to know your client

Where

Why

How

When

What

Who

Each support worker must demonstrate a person-centred 
approach to support clients. 

Read your client’s care plan to determine their needs and 
identify their preferences in how support should be for 
your client and which activities are appropriate. Clarify 
any concerns with your supervisor and other support 
workers who have worked with the client. 

Speak with your client and family or close friends to 
understand their past and current interests and how 
dementia is affecting their lives. 

Ask questions to identify their strengths, which include 
their knowledge, skills and functional abilities and their 
connections with family, friends, and the community. 
Find out what makes them happy, annoyed, and sad. 

Don’t forget to ask about specific cultural needs.

Communicating with your client
As not everyone is affected by dementia in the same way, 
ask the client how to best communicate with them. You 
need to understand the client’s likes and dislikes and 
preferred communication method. 

Your client may use a communication aid such as a 
communication book, board or cards and/or use visual 
cues and reminders for daily activities. These types 
of aids can include shopping lists, signs and object 
calendars. If your client isn’t using aids, some may 
become useful as dementia progresses, for example 
signs on doors to help with orientation and labels or 
pictures on objects, cupboards and drawers to help find 
and put away items.

There are some strategies you can apply even when a 
client uses aids. These are listed below.

Strategies for communication

COMMUNICATION STRATEGIES

• use simple English, avoiding complex terms and 
jargon

• use simple sentences, focusing on one idea at 
a time

• use calm and friendly tones

• ask only one question at a time and use gentle 
prompts to find items

• provide instructions using simple steps

• help with reading or providing information in 
easy English formats

• make sure your body language matches what 
you are saying, e.g. nodding when saying ‘yes’ 

• always check hearing aids are working

• regularly clean glasses 

• point to or hold objects when talking about them

• give your client plenty of time to respond to 
questions and to try to remember a word or 
name

• don’t finish their sentences 

• use names to help your client place a person in 
context, e.g. ‘Your doctor is here Alice’

• keep still and in your client’s vision when talking 
with them

• turn down the television, radio or music so your 
client can focus on the conversation

• be patient and calm if your client says 
inappropriate things

• don’t take it personally if you are ignored or the 
client doesn’t express gratitude

PROVIDING PURPOSEFUL ACTIVITIES
A key responsibility for you as a support worker is to 
support activities for living and activities to increase 
your client’s quality of life. All activities should consider 
your client’s interests, preferences, and strengths. 
Activities should provide enjoyment for your client and 
a sense of purpose, and your client may be able to 
continue with activities they have enjoyed for some time 
with your support. 

Activities can involve helping your client to maintain 
relationships with family and friends and connections to 
their community. They also include things that will help 
maintain physical health, skills of daily living, to recall 
long-term memory, provide sensory experiences and 
calm or distract your client when distressed or agitated. 
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Selecting activities
While some activities may be essential for daily living, 
such as eating and maintaining personal hygiene, others 
will need to be selected based on the client’s strengths, 
preferences, and interests. 

Think about what your client has enjoyed doing in the 
past and plan activities which will involve things they can 
remember. It is usually better not to do anything which 
involves learning new tasks and skills - stick to what they 
already know. 

You want to be able to promote the client’s independence, 
but you also have to make sure that they are able to 
effectively participate in an activity without failure, so their 
confidence isn’t undermined. You also need to:

 s Ensure the environment is safe.

 s Ensure your client should be able to move about and 
do things without injuring themselves.

 sPromote your client’s dignity of risk by removing 
obstacles, barriers, poor lighting, glare, and hazards.

 s Supervise use of sharp items like knives and scissors.

Developing routine
Keeping to a routine will help you to structure you 
client’s day and help them become familiar with 
activities. Have a variety of activities organised for 
your client each day. For example: personal care, 
memory box, washing, folding, dusting, knitting, or other 
enjoyable activities. If the activity doesn’t appeal one 
day, you can always have another to suggest instead 
and try the original activity later in the week.

Timing of activities 
There may be times of the day when you client 
functions better than others, so more physical or 
challenging activities should be planned for these 
times. For example, if your client has less problems with 
walking in the morning than in the afternoon, plan for a 
shopping trip after breakfast. 

You also need to take into consideration that your 
client may have difficulty with concentration and that 
activities may take some time. Be flexible and prepared 
to adapt or change the activity if the client is tired or 
feeling frustrated. For example, if the client is getting 
frustrated with dressing, set them up for success by 
laying out on the bed the clothes in the order in which 
they put them on. 
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Examples of purposeful activities

TYPES OF ACTIVITIES EXAMPLES

Personal care and sensory experiences

• bathing

• hair washing, brushing or styling

• selecting clothes and dressing

• hand, neck, and foot massages 

• manicures and pedicures

• using essential oils or creams

Household

• cooking and preparing snacks, drinks and meals

• dusting and polishing

• washing up and drying

• laundry sorting and folding

• vacuuming and sweeping

• looking after plants

Social connections 

• continuing work and education activities 

• having friends or family visit or visiting them

• video calling friends or family

• telephone or email friends and family

• catching up with friends and family at a café or restaurant

• participating in specialised programs at day centres

• participating in activities at a community centre, neighbourhood 
house or the local library

Outings and excursions

• visiting the library

• visiting community gardens and the local park

• eating or having a drink at a favourite café 

• having a picnic

• watching local sport

• going shopping

TYPES OF ACTIVITIES EXAMPLES

Stimulate emotion/provide positive feelings

• putting together a life story book with photos, simple family trees, 
notes about family and friends and favourite experiences and 
things to help reminisce 

• creating and going through memory boxes including items from 
the client’s past like jewellery and post cards 

• reading or using audiotapes

• watching movies and television programs about the client’s 
interests 

• looking at picture books and magazines

• contact with children and young people

• contact with animals

• reviewing photo albums

Movement and rhythm

• walking which is great for getting out of the home and for exercise

• drawing and painting

• knitting and sewing

• painting and drawing

• gardening and joining the local community gardening group

• dancing, in groups or at home

• playing music and singing and dancing

Note: Singing and music can be useful when you are helping a person 
with personal care and can calm and distract your client.

You can provide activities you can do together with your client and those they can do by themselves.  
Examples are provided below.
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Caring for clients with incontinence

Sometimes accidents result from environmental 
factors; for example, someone can't remember where 
the bathroom is located or can't get to it in time. If an 
accident occurs, your understanding and reassurance 
will help the person maintain dignity and minimise 
embarrassment.

Here are some strategies for incontinence.

Strategies for incontinence

INCONTINENCE STRATEGIES

 s Follow infection control procedures.

 s Establish a routine for using the toilet, e.g., try 
reminding the person or assisting them to the 
bathroom every two hours.

 s Schedule fluid intake to ensure they do not become 
dehydrated. 

 sAvoid drinks with a diuretic effect like coffee, tea, 
cola, or beer.

 s Limit fluid intake in the evening before bedtime.

 sUse signs (with illustrations) to indicate which door 
leads to the bathroom.

 sMake sure you know where toilets and bathrooms 
are located when out and about.

 sUse incontinence pads and products when 
necessary. 

 sUse easy-to-remove, loose-fitting, comfortable 
clothing with smooth zippers, minimal buttons, 
elastic waistbands, and Velcro closures.

 sMake sure soiled clothes aren’t removed from 
bedrooms or bathrooms.

Providing support with nutrition and feeding

Here are some strategies for providing support to your 
clients with nutrition and feeding.

Strategies for nutrition and feeding

NUTRITION AND FEEDING STRATEGIES

 sAlways check the care plan for allergies and dietary 
requirements, including those to manage diabetes 
and obesity.

 sAsk the client what they like or dislike and provide 
appropriate options for meals with healthy 
ingredients that increase bulk including vegetables, 
fruit, and fibre.

 sMake mealtimes part of the daily routine and 
schedule them around the same time every day.

 s Encourage those who can help prepare and clean up 
to do as much as they can.

 sConsider small, frequent meals rather than three 
large ones.

 sUse small plates for clients who never feel full.

 sAllow plenty of time for meals and provide a 
relaxing environment, e.g., turn off loud radio or the 
television.

 s Encourage independent eating for as long as 
possible, e.g., open packages or pre-cut food if 
the client has difficulty during the later stages of 
dementia. 

 sProvide straws and plastic cups if holding a glass 
has become difficult. 

 sHelp only when necessary and allow plenty of time 
for meals.

 s If the client has difficulty chewing and swallowing, 
make sure you supervise eating and drinking.

Prompting and encouraging your client

Client and support worker playing with a dog

You may have to help with the different stages of an 
activity. For example, for vacuuming, you might need 
to remind your client where to find the vacuum cleaner, 
where to plug it in or how to switch it on. If they get stuck 
on a step, ask them what they should do next or point to 
where they could plug in the cleaner. 

Avoid being critical of how your client undertakes an 
activity. A perfectly clean floor or a well-made bed aren’t 
the goals of the activities. Retaining skills and providing 
a way your client can be useful will allow them to 
experience a sense of satisfaction.

Always thank your client for participating in activities. 
This helps to communicate a sense of meaning and 
achievement.

Avoiding overstimulation
It’s important for the client with dementia not to 
overstimulate a person with a busy or noisy environment, 
which can trigger confusion, anxiety or agitation. If your 
client finds bright lights and lots of people in one place 
overwhelming, then avoid large shopping centres and 
crowded places.

PROVIDING RESPECTFUL PERSONAL 
SUPPORT
As dementia progresses, people can neglect their 
hygiene, forget how to bathe, shower, brush teeth and 
hair, use the toilet or may not physically be able to 
perform these tasks. The loss of bladder or bowel control 
can often occur.

Your clients will also need support to manage nutrition 
and, in the later stages of dementia, help with feeding. 
Some clients may forget to eat or not remember they 
have eaten and will overeat. As a result of their condition 
a client with Down syndrome and Prader-Willi syndrome 
may never feel full and have trouble controlling their 
appetite. 

Complicating the issue may be dental problems or 
medications that decrease or increase appetite or make 
food taste unusual as dementia progresses.

Providing personal care 

Care activities are highly personal so remember that to 
be undressed and cleaned by another person can feel 
frightening, humiliating and embarrassing. Respecting 
a client’s privacy and dignity are also key principles of 
providing person-centred care. 

Strategies for providing personal care are listed below.

Strategies for personal care

PERSONAL CARE STRATEGIES

 s Follow personal care procedures.

 s Follow infection control procedures.

 s Follow organisational manual handling and lifting 
procedures.

 sMake sure the space is private when dressing, 
bathing and for toileting by closing blinds, doors, 
or screens.

 s Explain to the client what you need to do if providing 
direct support, breaking down the task into simple 
steps and answer any questions 

 sBe mindful of the temperature of the room and 
water.

 sReassure the person that the water is warm—
perhaps pour a cup of water over hands before 
you commence personal hygiene. 

 sMake sure there is good light.

 s If hair washing is a struggle, make it a separate 
activity or use a dry shampoo.

 sUse safety features such as non-slip floor bathmats, 
grab-bars, bath or shower seats, and hand-held 
shower roses. 

 sNever leave a client in the bath or shower alone. 
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AVOIDING AND DEALING WITH 
CHALLENGING BEHAVIOURS
Changes in behaviour are common and can be caused by 
an overstimulating or unfamiliar environment, the actions 
of others (including yours), confusion, frustration, or 
pain. Behaviour changes are best met by using creativity, 
flexibility, patience and compassion. 

Try to identify the cause or what triggers the behaviour 
and address the issues. Recall that overstimulation can 
cause agitation, so avoid or quieten noisy room and 
that timing of activities should be considered to avoid 
causing anxiety, frustration and fatigue. Also, learn to 
interpret behaviour in your client. For example, pulling at 
clothing could indicate a need to use the bathroom.

Your client may have a positive behaviour support plan 
you can work with. However, be mindful that the multiple 
factors that influence behaviours of concern in people 
with an ID and the progression of dementia means that 
strategies that worked once may not work every time is 
similar situations. 

Agitation

Agitation can be displayed in a range of behaviours. 
Irritability, sleeplessness, verbal or physical aggression, 
and progresses with the later stages of dementia. 
Triggers include overstimulation, fear, pain or discomfort, 
fatigue and feelings of loss of control. 

Verbal outbursts such as cursing, arguing and 
threatening often are expressions of anger or stress.

Strategies for agitation

HOW TO AVOID AND DEAL WITH AGITATION

 sReact by staying calm and using a gentle, reassuring 
tone.

 sAvoid confrontation.

 s Identify the problem by asking open questions.

 sValidate your client’s feelings. 

 s Try to distract the client with another activity or 
redirect their attention to something else, i.e. offer 
a new activity or redirect their attention by playing 
music they like.

 sCalm the environment, reducing noise and other 
people from the room.

 sRemove yourself from the room if your client isn’t 
responding to strategies and give them time to calm 
down.

 sRemove other residents from the room if in a 
residential setting and client becomes aggressive.

 sMake sure you have a safe place, like a room with a 
lock and phone.

 s Talk to your supervisor about aggressive behaviour 
and make sure you follow organisational procedures 
to maintain your safety.

Perseveration 
Perseveration is the term used to describe the action of 
repeating a word, statement, question or activity over 
and over. While this type of behaviour is usually harmless 
for the person with dementia, it can be annoying and 
stressful to those providing support. Sometimes 
this behaviour is triggered by anxiety, boredom, fear or 
environmental factors.

Strategies for preservation behaviours

HOW TO AVOID AND DEAL WITH 
PERSEVERATION BEHAVIOURS

 sProvide plenty of reassurance and comfort, both in 
words and in touch.

 sDistract with a snack or calming activity such as 
listing to music. 

 sAvoid reminding them that they just asked the same 
question.

 s Ignore the behaviour or question and distract the 
person into an activity or redirect them by asking for 
help.

 sAvoid discussing plans until immediately prior to an 
event.

 sPlace a sign on the kitchen table, such as, ‘Lunch is 
at 12:30 pm’ or ‘Debbie comes home at 5:30 pm’ to 
remove anticipatory anxiety and uncertainty.

Paranoia, delusions, hallucinations and 
misidentification

Paranoia is when a person is suspicious of others 
behaviour, that people may be out to hurt them or to 
steal their possessions. A common suspicion is that a 
family member is stealing money from their wallet when 
the person has forgotten they spent the money. This 
can happen because a person’s memory means they 
interpret what other people say or do, forgetting previous 
conversations or things that have been done. 

Hallucinations is when a person sees or hears things 
that others don’t. Delusions are when someone has false 
belief about their abilities, importance or greatness; for 
example, believing they have superpowers. 

A related feature of dementia in the later stages is 
misidentification. This is where a person doesn’t 
recognise themselves or others. Your client may not 
recognise a family member who think they have been 
replaced by another person. 

Unfamiliar environments and support workers, mental 
illness, medication, poor eyesight and hearing, pain and 
infection, and overstimulation can also contribute to 
these ideas. While the beliefs are unrealistic, what your 
client is experiencing is very real to them. The beliefs can 
create fear, anxiety and panic, and resistance to receiving 
support and care. 

Strategies for false beliefs, ideas and 
hallucinations

HOW TO AVOID AND DEAL WITH  
PARANOIA, DELUSIONS, HALLUCINATIONS 
AND MISIDENTIFICATION

 sMake sure glasses are clean and hearing aids are 
working and that check-ups and testing regularly 
occur.

 s Talk to your supervisor about sudden changes you 
feel may be caused by new medication or pain so 
the client can receive attention from a health or 
medical professional.

 sRespond to accusations with a calm, gentle tone.

 sMaintain patience and do not criticise the client if 
they accuse you or another worker; calmly explain 
that you haven’t taken the ‘missing’ object, but it may 
have been put somewhere for safekeeping.

 sCheck suspicions to make sure they are just ideas, 
and that money and possessions haven’t been taken.

 s Suggest that you look for the ‘missing’ object.

 s Try to learn the client’s favourite hiding places are 
for storing objects. 

 sDistract with activities; looking at old photos and 
memory books might help with misidentification.

 sRedirect by drawing their attention to something 
their interested in or even stepping outside to get 
some fresh air.

 s Try nonverbal reassurances like a gentle touch if the 
client is comfortable with touch.

 s Increase lighting and encourage use of night lights 
so things can be as easily ‘seen’. 

 sRespond to the feeling behind the accusation and 
then reassure the person. 

 sWhen your client is frightened you can reassure 
them, e.g. ‘I see this frightens you; stay with me, I 
won’t let anything happen to you.’

 s Ignore ideas that aren’t causing agitation.

 sDon’t take things personally and explain to other 
family members, support workers that suspicious 
accusations are a part of dementia.
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Disinhibited behaviours
These actions seem insensitive, offensive or rude and 
can be confronting to you as a support worker. Examples 
of disinhibited behaviour include:

• tactless or rude remarks like commenting about 
another person's characteristics like their weight

• bold behaviour such as making sexual comments to 
others 

• exposure such as taking some or all their clothes off in 
front of others who aren’t support workers 

• masturbating or fondling themselves in front of others

Frequent causes include:

• confusion about the identity of people, e.g. a male 
client believing a female worker is their wife 

• discomfort and pain, e.g. tight underwear, scratchy 
fabrics, rashes and urinary tract infections can lead to 
regular or constant touching of genitals

• forgetting and the loss of skills, e.g. a client may need 
to go to the toilet but can’t remember where it is so 
urinates in public

• disorientation, e.g. a client thinking a wardrobe is the 
bathroom 

Strategies for disinhibited behaviours

HOW TO AVOID AND DEAL WITH 
DISINHIBITED BEHAVIOURS

 s Try to find the reason so you can effectively  
respond, e.g., if a client’s underwear is too tight, 
or the fabric of clothes in making your client 
constantly touch the genital area, suggest to the 
family getting new underwear or clothes.

 s Talk to your supervisor about sudden changes in 
behaviour that may be caused by discomfort or  
pain, e.g., rashes and infections, so the client 
can receive attention from a health or medical 
professional.

 sProvide reassurance if your client is anxious.

 sProvide gentle reminders of inappropriate  
behaviour and try to distract the client or lead them 
to a private space. 

 sCheck in regularly with your client if they need  
to use the bathroom.

Wandering

This is where a person aimlessly walks around or walks 
away from an activity or out of home, and can be a very 
common feature of dementia. It can occur for a variety 
of reasons, including boredom, restlessness, looking for 
someone or something, a side-effect of medication, when 
a person is thirsty or hungry or they need to go to the toilet.

Strategies for wandering

HOW TO AVOID AND DEAL WITH 
WANDERING

 s Identify the trigger.

 s Talk to your supervisor about sudden changes in 
behaviour that may be caused by discomfort, pain 
and increase confusion, e.g. new medications, so 
the client can receive attention from a medical 
professional.

 sMake time for regular exercise to minimise 
restlessness.

 sOrganise a tracking device.

 sProvide identification on your client such as an 
identification card or medic alert bracelet so contact 
can be made when the client is found.

 sProvide a barrier such as a curtain or coloured 
streamer to mask doors.

 sProvide a STOP or DO NOT ENTER sign.

 sRelocate locks on doors.

 sAdd bells to doors.

 sAdd a child-safe plastic cover to doorknobs.

 sMake garden areas secure and safe so your client 
has a place to wander.

Sundowning and shadowing 

Sundowning refers to when people with dementia become 
more restless, confused, agitated or distracted in the late 
afternoon or evening. Shadowing, where the client follows, 
imitates and/or constantly interrupts the support worker, 
can occur during sundowning. 

Sundowning behaviours can sometimes continue 
throughout the night. People with dementia and ID can tire 
easily and become more difficult to manage when they are 
exhausted. 

Strategies for sundowning

HOW TO AVOID AND DEAL WITH 
SUNDOWNING

 s Talk to your supervisor about sudden changes in 
behaviour that may be caused by discomfort or pain 
so the client can receive attention from a medical 
professional.

 sKeep more physical and challenging activities for 
morning.

 sDiscourage inactivity and napping during the day; 
but if your client experiences fatigue, encourage rest 
early in the afternoon.

 sPlan for the afternoon and evening hours to be quiet 
and calm; structured, quiet activity is important, e.g. 
prepare dinner, play a simple card game or listen to 
soothing music.

 sMinimise confusion by reducing stimulation; dim 
lights, turn down music or the television and close 
curtains. 

 sKeep a nightlight in the person’s room, hallway and 
bathroom.

 sBlock off stairs with gates, lock the kitchen door  
and put away dangerous items so the client can 
safely wander when restless.

 sUse aromatherapy to reduce agitation and 
confusion.

DOCUMENTING SUPPORT AND 
OBSERVATIONS 
During and at the end of your shift, objectively and 
concisely record the support provided to your client and 
observations about their health, abilities and behaviour. 
Documenting actions helps other support workers 
understand the client’s needs and how the client is 
feeling so they can better provide support.

When recording supports and observations, follow your 
organisation’s policies and procedures. Make sure notes 
are objective, based on what you did, said, saw or heard. 
When recording things others have told you, make sure 
it’s clear who reported the information. For example, 
‘At 3:30 pm, Franco returned from the music group. The 
support worker, Anastasia, reported Franco played the 
drums and the triangle’.

Reporting changes in function
When working with a client with dementia, it’s extremely 
important to record and report to your supervisor 
changes in functioning, including abilities for self-
care, walking and other movement, speech and use of 
language, and changes in personality and behaviour. 
Because people with an ID can rapidly progress through 
the stages of dementia, the client’s care team needs this 
information to be able to plan for treatment and support.

PLANNING FOR SELF-CARE

While providing support to clients with disabilities is 
rewarding, it is challenging. When your clients also have 
dementia, your work is incredibly challenging. To deal 
with the challenges, and to prevent stress and burnout, 
you must take care of yourself. 

Take your breaks and make sure you eat and keep 
hydrated when working. When you experience stress 
or there is an incident at work, make health and safety 
reports and debrief with your supervisor or colleague. 
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Developing a self-care plan
Think about what helps you to feel calm and relaxed 
outside of work, and what has worked in the past when 
dealing with challenges. Identify and record activities and 
practices that will help you to eat healthily, be active and 
maintain connections with friends and family. Then, work 
out when you will engage in the activity or practice. You 
might aim to walk for 30 minutes each day, for example, 
or have coffee with friends each Saturday morning.

Regularly look at your plan to remind you of what you 
need to do. Each month, think about how you are feeling 
and responding to challenges. Identify what activities 
and practices work well and those not so well. Change 
activities and practices that haven’t been so successful 
and increase or take on similar activities and practices to 
those that have prevented or helped you deal with stress.

Here are some examples of activities and practices:

SUMMARY 
Dementia care for clients with an intellectual disability 
requires an understanding of the different types of 
dementia, the characteristics and the progression and 
stages of dementia. 

To support clients with dementia, you must make sure 
that you work within your scope of practice, take a 
person-centred approach to their care and balance the 
client’s dignity of risk with duty of care. 

When beginning work with a client, you need to review 
your client’s care goals and plan and be able to effectively 
communicate with your client and identify their needs, 
preferences and interests. The activities you support or 
provide must also consider these needs, preferences and 
interests, and you have to be flexible in your support to be 
able to respond to rapidly changing needs and changes in 
behaviours and personality. 

All support provided and your observations of your 
client’s health, abilities, and behaviour, must be objectively 
recorded and sudden changes in functioning reported 
so your client can receive the appropriate and specific 
person-centred care and treatment. This is particularly 
important for clients with dementia and an intellectual 
disability as dementia is progressive and people with an ID 
can experience later stages symptoms, earlier, than those 
with dementia in the general population.

Finally, when working in such a rewarding but challenging 
environment, you must take care of yourself. Develop and 
implement a self-care plan to protect your wellbeing.
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Strategies for self-care

ACTIVITIES AND PRACTICES EXAMPLES

Workplace self-care • debriefing with supervisor or other colleagues

• regular check ins with supervisor and colleagues

• participating in employee wellbeing activities

• keeping a reflective journal

• undertaking training to improve knowledge and skills

• taking breaks throughout shifts

• making sure you use sick leave when not well

• taking leave

Physical self-care • getting regular sleep

• planning a healthy diet

• planning to for regular exercise whether through sport,  
dance or walking 

• avoiding drugs, smoking and excessive drinking of alcohol 

Psychological and emotional self-care • making time for partner and immediate family 

• regular catchups with extended family and friends

• keeping a journal

• taking up a hobby 

• trying relaxation techniques

• getting out and about in your community

• talking to friends or a counsellor about demands

10 ways to make your life better.
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1300 721 292 

premiumhealth.com.au

info@premiumhealth.com.au ABN 24 692 649 946

And many others...

HEALTH CARE
• Assisting clients with medication
• Autism spectrum disorder
• Blood pressure – using a digital blood pressure 

machine
• Bowel management – elimination
• Coronavirus and infection control
• Dementia training for support workers
• Diabetes training for support workers
• Dysphagia for support workers
• End of life care
• Epilepsy training for support workers
• Epilepsy training and midazolam administration via 

intranasal and buccal routes
• Food safety awareness for support workers
• Infection control
• Managing behaviours with positive support
• Manual handling
• Nebuliser training for asthma
• Ostomy and stoma care for support workers
• Pressure injury – prevention and care for support 

workers
• Providing personal care with dignity and respect
• Shallow suctioning
• Tube feeding management
• Urinary catheter care
• Wound care awareness for support workers

FIRST AID TRAINING
• Cardiopulmonary resuscitation (CPR)
• Provide first aid
• Asthma and anaphylaxis
• Advanced first aid

MENTAL HEALTH
• Mental health first aid
• Leadership and resilience training
• Mental health awareness

Premium Health has a range 
of health care, first aid 
and mental health training 
programs conducted by 
our nurses, paramedics or 
mental health practitioners.

Call us to discuss our onsite 
face-to-face and live virtual 
classroom options, delivered 
anywhere in Australia.
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