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DEMENTIA AND COGNITIVE ISSUES 

I forget to remember, 
Or is it the other way round: 
The other day I lost my way 

It was lucky I was brought back and found 
John Eaton 

1 RECOGNISE POSSIBLE SIGNS OF DEMENTIA AND OTHER COGNITIVE ISSUES 

1.1  Signs of dementia / cognitive issues 

When life’s challenges include memory loss or dementia, your perceptions, relationships, and priorities inevitably shift. 
However, certain types of dementia can be treated or reversed if caught in time. The first step is to understand what is 
and what isn't normal memory loss, the causes of cognitive decline, and how to identify the different types of dementia. 
The more you understand about dementia, the more you can do to improve your outcome and preserve your sense of 
control. 

Signs and symptoms of dementia 

Dementia is a collection of symptoms including memory loss, personality change, and impaired intellectual functions 
resulting from disease or trauma to the brain. These changes are not part of normal aging and are severe enough to 
impact daily living, independence, and relationships. While Alzheimer’s disease is the most common type of dementia, 
there are also many other forms, including vascular and mixed dementia. 

With dementia, there will likely be noticeable decline in communication, learning, remembering, and problem solving. 
These changes may occur quickly or very slowly over time. 

The progression and outcome of dementia vary, but are largely determined by the type of dementia and which area of 
the brain is affected. Diagnosis is possible through advanced brain imaging, clinical examinations, and diagnostic testing. 

Common signs and symptoms of dementia include: 

• Memory loss
• Impaired judgment
• Difficulties with abstract thinking
• Faulty reasoning
• Inappropriate behaviour
• Loss of communication skills
• Disorientation to time and place
• Gait, motor, and balance problems
• Neglect of personal care and safety
• Hallucinations, paranoia, agitation
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Mild cognitive impairment (MCI) is a term used to describe a condition involving problems with cognitive function (their 
mental abilities such as thinking, knowing and remembering). People with MCI often have difficulties with day-to-day 
memory, but such problems are not bad enough to be defined as dementia. This factsheet explains the link between 
MCI and dementia, and the benefits of having MCI diagnosed. It then looks at reducing your risk of developing MCI and 
dementia. 
 

What is MCI? 

MCI describes a set of symptoms rather than a specific medical condition or disease. A person with MCI has subtle 
problems with one or more of the following: 
• day-to-day memory 
• planning 
• language 
• attention 
• visuospatial skills ('visuo' referring to eyesight and 'spatial' referring to space or location), which give a person the 

ability to interpret objects and shapes. 
 

In MCI, these symptoms will have been noticed by the individual and those who know them. If the person with MCI has 
taken cognitive function tests, their problems will be seen in test results over time. Any decline will be greater than the 
gradual decline that many people experience as part of normal, healthy ageing. There may be minor problems with 
more demanding tasks, but generally not problems in everyday living. (If there is a significant impact on everyday 
abilities, this may suggest dementia.) 
 
Memory loss and other cognitive problems can arise from many different causes. For some people diagnosed with MCI, 
memory loss will be the first sign of Alzheimer's disease. For some of those with other cognitive problems, these will be 
the first signs of vascular dementia, fronto-temporal dementia or dementia with Lewy bodies.  
 
Other people will have MCI as a result of a curable condition such as stress, anxiety or depression, or from physical 
illness or side-effects of medication. A doctor may, or may not, be able to say what is causing a person to have MCI. 
 
How many people with MCI develop dementia? 
Different studies suggest that between 5 and 20 per cent of older people have MCI of some form at any one time. The 
figure depends on how MCI is defined and where participants for the studies were selected from (for example, from 
clinics or the wider community). People with the 'memory loss' form of MCI make up about two thirds of all cases. 
 
These findings are important because people who have MCI are at an increased risk of going on to develop dementia. In 
studies carried out in memory clinics, 10-15 per cent of people with MCI went on to develop dementia in each year that 
the research results were followed up. In other studies the rates are about half this level, but MCI still represents a 
significantly increased level of risk of dementia – about three to five times the risk of someone without MCI. 
 
Although MCI significantly increases someone's risk of developing dementia, not everyone with MCI will get worse and 
develop the disease. Some people with MCI remain stable over time, and a few people improve and no longer have any 
problems. These different outcomes reflect the range of different causes of MCI. 
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Can we identify the people with MCI who will go on to develop dementia? 

A lot of research has focused on identifying people with MCI who will go on to develop dementia. This is important 
because it would mean that people could be offered a range of support at an early stage in the illness. In the future, for 
example, researchers might seek to develop drugs to prevent the progression of MCI to dementia. 
Researchers have tried to identify people with MCI who will progress to develop Alzheimer’s by using different types of 
scans, including magnetic resonance imaging (MRI). These help to detect changes in brain structure and activity. A 
different approach is to measure the concentration of proteins in the cerebrospinal fluid, which circulates around the 
brain and spinal cord. These proteins are studied because they may reveal that the changes in the brain seen in 
Alzheimer's disease are already underway. Some of these techniques show promise, and some are beginning to be 
introduced into routine use by doctors. This is, however, an area of ongoing research and it is not yet possible to predict 
with certainty whether a person with the memory loss type of MCI will develop Alzheimer's disease. 
Research to identify which people with non-memory loss MCI will go on to develop dementia is progressing, but is much 
less advanced. 
 
What are the benefits of diagnosing MCI? 

The main benefit of diagnosing MCI is that it helps to identify people who are at increased risk of developing dementia. 
GPs can refer someone with MCI to a memory clinic for more detailed assessments over time. Many people with MCI 
will develop dementia, so this approach leads to people with the disease getting an earlier diagnosis. This means that 
people can have earlier access to treatments as well as practical information, advice and support. 
 
Early diagnosis also allows people to plan ahead while they are still able to do so and – if needed – be encouraged to 
adopt a healthier lifestyle. At present there are no drugs that have been approved for treating MCI, as opposed to 
dementia, outside clinical trials. It was initially hoped that the dementia drugs would help with symptoms of MCI. 
However, extensive trials of these drugs have shown no clear benefit to patients. In spite of this, some doctors may still 
prescribe them 'off label' for patients with MCI with memory loss. 
 
There is only limited evidence that activities such as structured mental exercises ('brain training') might bring benefits to 
people with MCI, for example on their memory. 'Talking therapy', an established treatment for depression, may help 
people with MCI to cope better  
 
How can we minimise the risk of MCI and dementia? 
 
Many studies have shown that age is a major risk factor for both MCI and dementia. Genes play an important role as 
well, most clearly for Alzheimer's disease and fronto-temporal dementia. 
 
Similarly, several aspects of health and lifestyle are thought to influence the progression from normal ageing into MCI. 
There is better evidence that many of the same risk factors also affect the progression from MCI into dementia. 
Medical conditions such as depression, diabetes and high blood pressure from middle age onwards are all clearly linked 
to a raised risk of developing dementia. It is therefore important that these are diagnosed and treated early. Other 
studies show that smoking, drinking too much, raised cholesterol levels and obesity also all raise the risk of dementia. 
Everyone, and especially someone with MCI, should reduce their risk by not smoking, drinking in moderation, eating a 
healthy, balanced diet and taking regular and appropriate exercise. 
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There is some evidence that exercising the mind as well as the body can also help reduce the risk of MCI and dementia. 
Intellectually stimulating leisure activities such as card games or crossword puzzles in mid-life may allow the brain to 
build up a 'reserve capacity' that can help prevent or delay the onset of dementia. Keeping socially active may also help 
to reduce risk. 
 
 Stage 1: No impairment (normal function) 

The person does not experience any memory problems. An interview with a medical professional does not 
show any evidence of symptoms of dementia. 

Stage 2: Very mild cognitive decline (may be normal age-related changes or earliest signs of Alzheimer's disease) 
The person may feel as if he or she is having memory lapses — forgetting familiar words or the location of 
everyday objects. But no symptoms of dementia can be detected during a medical examination or by 
friends, family or co-workers. 
  

  
Stage 3  :      Mild cognitive decline (early-stage Alzheimer's can be diagnosed in some, but not all, individuals with these 

symptoms) 
 

       Family or co-workers begin to notice difficulties. During a detailed medical interview, doctors may be able to 
t problems in memory or concentration. Common stage 3 difficulties include: 

 
• Noticeable problems coming up with the right word or name 
• Trouble remembering names when introduced to new people 
• Having noticeably greater difficulty performing tasks in social or work settings Forgetting material that one 

has just read 
• Losing or misplacing a valuable object 
• Increasing trouble with planning or organizing 

 
 
Stage 4: 

 

Moderate cognitive decline (Mild or early-stage Alzheimer's disease)  
At this point, a careful medical interview should be able to detect clear-cut symptoms in several areas: 

• Forgetfulness of recent events 
• Impaired ability to perform challenging mental arithmetic — for example, counting backward from 100 

by 7s 
• Greater difficulty performing complex tasks, such as planning dinner for guests, paying bills or 

managing finances 
• Forgetfulness about one's own personal history 
• Becoming moody or withdrawn, especially in socially or mentally challenging situations 

Stage 5: Moderately severe cognitive decline (Moderate or mid-stage Alzheimer's disease) 
Gaps in memory and thinking are noticeable, and individuals begin to need help with day-to-day activities. 
At this stage, those with Alzheimer's may: 

• Be unable to recall their own address or telephone number or the high school or college from which 
they graduated 
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• Become confused about where they are or what day it is 
• Have trouble with less challenging mental arithmetic; such as counting backward from 40 by 

subtracting 4s or from 20 by 2s 
• Need help choosing proper clothing for the season or the occasion 
• Still remember significant details about themselves and their family 
• Still require no assistance with eating or using the toilet 

Stage 6: Severe cognitive decline (Moderately severe or mid-stage Alzheimer's disease) 
Memory continues to worsen, personality changes may take place and individuals need extensive help with 
daily activities. At this stage, individuals may: 

• Lose awareness of recent experiences as well as of their surroundings 

Remember their own name but have difficulty with their personal history Remember: 

• It is difficult to place a person with Alzheimer's in a specific stage as stages may overlap. 

• Distinguish familiar and unfamiliar faces but have trouble remembering the name of a spouse or 
caregiver 

• Need help dressing properly and may, without supervision, make mistakes such as putting pyjamas 
over daytime clothes or shoes on the wrong feet 

• Experience major changes in sleep patterns — sleeping during the day and becoming restless at 
night 

• Need help handling details of toileting (for example, flushing the toilet, wiping or disposing of tissue 
properly) 

• Have increasingly frequent trouble controlling their bladder or bowels 
• Experience major personality and behavioural changes, including suspiciousness and delusions 

(such as believing that their caregiver is an impostor)or compulsive, repetitive behaviour like hand-
wringing or tissue shredding 

• Tend to wander or become lost 

Stage 7: Very severe cognitive decline 
(Severe or late-stage Alzheimer's disease) 
In the final stage of this disease, individuals lose the ability to respond to their environment, to carry on a 
conversation and, eventually, to control movement. They may still say words or phrases. 

At this stage, individuals need help with much of their daily personal care, including eating or using the 
toilet. They may also lose the ability to smile, to sit without support and to hold their heads up. Reflexes 
become abnormal. Muscles grow rigid. Swallowing impaired.  
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1.2 Disorders mistaken for dementia 

Eight conditions often mistaken for Alzheimer’s Disease 

There appears to be trend of individuals being misdiagnosed with Alzheimer’s disease. While it is true that Alzheimer’s 
disease is the most common form of dementia and perhaps the most feared disease of the aging. Many conditions and 
the medications used to treat them can mimic a condition that looks like dementia. Following are 8 conditions that can 
often seem to look like Alzheimer’s Dementia 

1. Sleep Apnoea: is a sleep disorder that is characterized by abnormal stops in breathing or very low breath 
rates while sleeping which causes the person to suddenly wake up to restore breathing. This pattern of 
waking up can occur up to 30 times per hour and go completely unrecognised by the patient. This results in 
poor sleep leaving the patient feeling tired and less alert with slowed cognitive function and memory 
impairment during the day. 

2. Infections: a common urinary tract infection, skin infection known as cellulitis, pneumonia can cause elderly 
people to appear as if they have declined cognitive abilities which can be often mistaken as dementia. When 
these problems are treated the person is often restored to normal brain function.  Unfortunately in our 
fragmented health care system in which often people present to specialists who only know the patient in a 
sick role these common reversible conditions often get missed. 

3. Dehydration: a condition in which the person does not have adequate fluid in their blood vessels to 
maintain normal bodily functions, (i.e. vital organ perfusion). This fluid deficit can cause a cumulative effect 
overtime and the person may appear to have progressively declining cognitive function which can 
be misdiagnosed as dementia. 

4. Depression: The changes that often come in later life—retirement, the death of loved ones, increased 
isolation, medical problems—can lead to depression. Depression is a mental disorder that has been 
described as an all-encompassing low mood lasting more than 2 weeks which can cause disorders of thought 
process that can be inaccurately labelled as dementia. 

5. Medications: Many prescription and over the counter medications used to treat multiple conditions can 
have undesirable adverse effects on cognitive function. This cognitive decline can also be made worse when 
the patient is taking multiple medications, a condition known as polypharmacy. The problem is compounded 
as a patient sees many doctors that do not speak to each other, or when a patient changes primary care 
providers without arranging for records to be transferred. 

6. High Blood pressure: a sudden change in blood pressure either going  up to high or being brought down to 
fast or to low can cause the individual to have a change in cognition that can often be mislabelled dementia. 

8. Stroke: Not all strokes are marked by paralysis or slurred speech. Some mini strokes can happen without the 
patient or loved one even knowing it. It can happen while the patient is sleeping, but the only symptoms 
may be a gradual decline in cognition. Over time this decline may be inaccurately labelled Alzheimer’s 
Disease 

9. Brain Tumour: sometimes people will develop a brain tumour in a particular part of the brain that will 
impair cognition and without proper diagnosis this condition could be written off as Alzheimer’s Disease. 
Other times a condition of a pseudotumour can occur which is sometimes called normal 
pressure hydrocephalus in which the brain acts like there is a tumour but in reality there is too much fluid 
around the brain. Draining this fluid can often times reverse the cognitive decline. 
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Consider the following not so uncommon case of the perfect storm for a wrong diagnosis of Alzheimer’s Disease: 

An 84 year old woman living with a diagnosis of rate controlled atrial fibrillation, hypertension, 
hypothyroidism, urinary incontinence, generalised osteoarthritis, obesity, congestive heart failure is brought to the ER 
for “altered mental status”. While shopping a concerned person called the police because the woman appeared to be 
dazed and wondering.  

The patient is a “poor historian” because she cannot recount all of her medications and all the doctors she is seeing. She 
is not able to tell the police where she lives. The ER evaluates her and finds her to have a urinary tract infection after 8 
hours lying on a stretcher. During that time she has not taken her regular medications, her pain is flared up, she has not 
eaten or drank anything because she does not want to bother the nurses who appear to be too busy.  The medication 
she normally takes to control her heart rate and blood pressure get missed and her vital signs become gradually 
abnormal.  

Meanwhile her character label in the health care system for the time being is “old lady found wandering with a UTI 
waiting for a bed”. The stage has been set for declining cognition due to various other factors which could be easily 
labelled Alzheimer’s Dementia by the untrained eye. 

It is important for people to have a relationship with a primary care provider particularly as they get older that knows 
them when they are well and over the course of illness.  

 Many of my patients avoid going to the doctor’s office because they say “he never really listens to me, or they always 
find something, or at my age surviving is good enough, or I can’t wait all day for him in the office for a 5 minute visit.” 

 
 
1.3 Early diagnosis for dementia and cognitive issues 

 

 
Dementia, and the difficulties it causes, is one of the most feared health conditions. People with dementia and their 
families are sometimes reluctant to seek advice when concerned about memory or other problems. But there are many 
potential benefits to getting medical advice if you're worried. Being diagnosed early is important for many reasons. It 
helps you to get the right treatments and to find the best sources of support, as well as to make decisions about the 
future. 
 

Diagnosis can help uncertainty 

It may not be clear why someone has problems with memory or has a change in behaviour. These problems may be 
because of dementia, or down to other reasons such as poor sleep, low mood, medications or other medical conditions. 
This uncertainty can be distressing for both the person experiencing difficulties, and their family and friends. While a 
diagnosis of dementia can be devastating news, an explanation of what the problem is and what can be done about it 
can help people feel empowered and reduce some of the worry caused by uncertainty. Some people find it helpful to 
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discuss with doctors and nurses how the dementia may affect them or their loved one in the future, and there is advice 
available about how to stay independent and live well with dementia.    

 

Accessing treatments 

Dementia is not a single condition – it refers to difficulties with thinking and memory that may be caused by several 
different underlying diseases. This is one reason why not everyone with dementia experiences the same problems. 
Identifying that there is a problem, and then diagnosing the underlying cause is important for guiding treatment and 
accessing services. 
 
Some causes of dementia are treatable and reversible (either partially or fully, depending on the nature of the 
problem). Conditions such as anxiety and depression, some vitamin deficiencies, side effects of medications and certain 
brain tumours fall into this category. 
 
Alzheimer’s disease and dementia with Lewy bodies are neurodegenerative conditions, which means they 
gradually damage the brain. Cholinesterase inhibitor medications have been shown to have benefit in Alzheimer’s 
disease and dementia with Lewy bodies. These treatments improve symptoms by making the remaining brain cells work 
a bit harder. Memantine is another medication that can help in Alzheimer’s disease. Although not a cure, these 
medications can make a significant difference to day-to-day living and functioning. 
 
Treating high blood pressure, high cholesterol and poorly controlled diabetes is also important, as is stopping smoking 
and keeping to a healthy weight. These factors (known as risk factors) all contribute strongly to vascular dementia, and 
may make Alzheimer’s disease worse. Your GP will be able to assess your risk factors, advise if treatment is needed and 
monitor you. Medications for other conditions can be reviewed in case they are having a negative effect on cognitive 
functioning. 
 

Other support 

Whether or not there are specific treatments for the cause of the dementia affecting you, having the correct diagnosis is 
important for getting the right advice and support. There is a lot of help and information available both for people with 
dementia and their friends, relatives and carers.  
This includes: 

• Information on help available at home or in the community, such as from social services, day centres and respite 
care, community mental health teams, speech and language therapists, dieticians and occupational therapists. 

• Advice regarding financial affairs and planning for the future. 
• Financial benefits and support (such as Disability Living Allowance and Council Tax reduction). 
• Advice about driving (see Staying independent with dementia). 
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• Advance care planning and help with setting up a Lasting Power of Attorney if the dementia is progressive. This 

enables a person to be involved in discussions about their future when they are still able to do so effectively. 
• Information and support groups. There are a number of sources of information and advice that are easier to find 

if you have a diagnosis (for example, the Alzheimer’s Society and FTD support group). Access to a support group 
is easier if a diagnosis is clear because support groups can provide secialist information and links to others in 
similar situations.  

Advice and support for other medical conditions 

If doctors and nurses are aware that a person has a condition causing dementia, this is also helpful when treating other 
medical problems. This includes taking extra time to explain things to patients in a way they can understand, setting up 
safer ways of taking medication (for example, dosage boxes to help people remember when to take tablets), and 
understanding and offering extra support if someone has to come into hospital as an inpatient for another reason. 
 

1.4 Assessments of capacity  
 
Assessing the mental health needs of older people 
 
Mental capacity 

Introduction 
This section outlines the key dimensions of the 2005 Mental Capacity Act. With reference to older people, the Act mainly 
applies to people with advanced dementia and their carers. 

Summary: Mental capacity 

An estimated two million people in the UK are unable to make decisions for themselves because of disability, mental 
illness, brain injury or dementia. 

With reference to older people, the Mental Capacity Act 2005 mainly applies to those with advanced dementia and their 
carers. 

• The Act provides a statutory framework for people who may not be able to make their own decisions: it sets 
out who can take decisions, in which situations, and how they should go about this. 

• The Act is underpinned by the following principles: 
• A person must be assumed to have capacity unless it is proved otherwise. 
• A person cannot be considered unable to make a decision unless all 'practicable steps' have been taken to help 

him or here do so 
• A decision made on behalf of a person who lacks capacity must be made in his or her 'best interests'. 
• The key provisions of the Act are: 
• A 'best interests' checklist for people acting on behalf of those people who lack capacity, which includes 

consideration of the person's wishes, feelings, beliefs and values, and those of their friends and family. 
• People can appoint an attorney to act on their behalf if they should lose capacity in the future. This provision 

can cover health and welfare decisions as well as financial ones. 
• Deputies with similar powers can be appointed by the Court of Protection to make decisions on behalf of a 

person who lacks capacity. 
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• Carers and professionals can lawfully care for someone who cannot consent without incurring liability. 
• The creation of two new public bodies: a new Court of Protection and a new Public Guardian. 
• The creation of an Independent Mental Capacity Advocate to support and represent people lacking capacity 

who have no one else to speak for them. 
• Statutory recognition of advance decisions ('living wills') which enable people to set out in advance how they 

wish to be treated should they lose capacity in the future. 
• Introduction of a new offence of ill treatment or neglect of a person who lacks capacity. 
• There is opposition to the Act as it stands: concerns focus on a lack of firm proposals for patient safeguards and 

no identified system of appeal by the person deemed to lack capacity. 
• As dementia often increases the likelihood of things being done to the person rather than with or by them, the 

following aspects are likely to be beneficial: the emphasis that the Act places on 'decision specific' assessment 
of capacity; engaging with approaches to communication that can support decision making; and maximising 
people's ability to make choices. 

• Recognition of the need to assess an individual's capacity in a systematic way is also positive. 
 
Introduction 
The Act was introduced in response to widespread concerns about the limited account taken of the voices and rights of 
adults who may 'lack capacity' in decisions about their care and treatment. This particularly applies to decisions about 
psychiatric treatment and the support of people in long-term care. What has become known as the 'Bournewood 
judgement', dealing with the case of a man with learning difficulties detained in hospital without resort to a 'section', 
was a key driver to developing legislation as it highlighted the lack of safeguards for patients who have limited long term 
capacity. 

The Mental Capacity Act is an important piece of legislation, clarifying, strengthening and protecting the rights of people 
who wish to plan for their future in the event of becoming incapacitated, as well as the rights of those who currently lack 
capacity. It also clarifies the rights and duties of the carers and professionals who assist such people. 

There are an estimated two million people in the UK who are unable to make decisions for themselves due to disability, 
mental illness, brain injury or dementia. 

The Mental Capacity Act 2005 
The Mental Capacity Act 2005, covering England and Wales, provides a statutory framework for people who may not be 
able to make their own decisions. It deals with who can take decisions, in which situations, and how they should go 
about this. 

Five principles are set out at the beginning of the Act: 

• 'A person must be assumed to have capacity unless it is established that he lacks capacity. 
• A person is not to be treated as unable to make a decision unless all practicable steps to help him to do so have 

been taken without success. 
• A person is not to be treated as unable to make a decision merely because he makes an unwise decision. 
• An act done, or decision made, under this Act for, or on behalf of, a person who lacks capacity must be done, 

or made, in his best interests. Before the act is done, or the decision is made, regard must be had to whether 
the purpose for which it is needed can be as effectively achieved in a way that is less restrictive of the person's 
rights and freedom of action.' 

• The Act includes provisions for people to act on behalf of someone who cannot make decisions for themselves: 
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• Best interests - The Act has a 'best interests' checklist for people acting on behalf of others. This 

includes consideration of the person's wishes, feelings, beliefs and values (including any written 
advance statement they made when they had capacity) and taking account of the views of their 
friends and family. When considering what would be in someone's best interests in relation to life-
sustaining treatment, the decision maker must not be motivated by a desire to bring about the 
person's death. 

• Lasting Powers of Attorney - People will be able to appoint an attorney to act on their behalf if they should 
lose capacity in the future. This is like the current Enduring Power of Attorney, which covers financial decision 
making, but the Act also allows people to choose an attorney to make health and welfare decisions. 

• Court-appointed deputies - Deputies can be appointed by the Court of Protection to make decisions on behalf 
of a person about matters in relation to which that person lacks capacity. This replaces the current system of 
receivership covering financial decision making and extends it to include health and welfare. 

• Acts in connection with care or treatment - Under the Act, carers and professionals, subject to rules and 
limitations, can lawfully care for someone who cannot consent without incurring liability, for example by giving 
an injection or by using the person's money to buy essentials for them. 

 
Assessing capacity 
 
The Act defines 'lack of capacity' as inability to make a decision in relation to a specific matter. This means that an 
individual should be assessed on their capacity to make each decision. A person who is considered to lack capacity for a 
particular decision therefore may not necessarily lack capacity to make other decisions. So no one can be labelled 
'incapable' as a result of a particular medical condition or diagnosis (such as dementia). It is recognised that most people 
- however limited their overall capacity is - are able to make many of their own day-to-day and care-related decisions, 
even if they may lack capacity in relation to more complex decisions in areas such as finances. Every effort must be 
made to communicate - using whatever means necessary - to engage the person in decision making and maximise their 
engagement. 

The Act sets out a single clear test for assessing whether a person lacks capacity to take a particular decision at a 
particular time. It is for the person making the assertion of incapacity to prove that the patient lacks capacity. The test is 
'on the balance of probabilities'. 

The Act also creates two new public bodies: 

A new Court of Protection - The new Court will have jurisdiction in relation to the Mental Capacity Act. It will have 
special procedures and judges. 

A new Public Guardian - This new public official will take over from the current Public Guardianship Office. The Public 
Guardian will be the registering authority for Lasting Powers of Attorney and deputies appointed by the Court of 
Protection to make decisions on behalf of a person who lacks capacity, and will work with other agencies such as the 
police and social services to respond to any concerns. 

Other provisions in the Act are: 

• Independent Mental Capacity Advocates - The Act provides for an advocate to support and represent people 
lacking capacity who have no one else to speak for them. This will apply in relation to serious medical treatment and 
long-term residential care and a regulation-making power allows this to be extended to other people and 
circumstances. 
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• Advance decisions to refuse treatment ('living wills') - Advance decisions to refuse treatment enable people to set 

out in advance how they wish to be treated should they lose capacity. They are already legally binding under 
common law. The Act puts the process on a statutory basis and introduces provisions that set out exactly when an 
advance decision applies, and to which treatments. If a doctor has any doubt about the advance decision, he or she 
can provide treatment without fear of liability. 

• Criminal offence - The Act introduces a new offence of ill treatment or neglect of a person who lacks capacity, which 
carries a maximum sentence of five years.  

 
Implications of the Act for older people 
A number of the key features of the Mental Capacity Act 2005 are likely to be of benefit to older people with long-term 
mental health problems - particularly dementia - and their carers. 

The emphasis on assumption of capacity, unless proven otherwise, and on the rights for individuals to be supported to 
make their own decisions, are of pivotal importance. Mental vulnerability often increases the likelihood of things being 
done to the person rather than with or by them. The focus on 'decision specific' assessment of capacity and the principle 
that no one should be labelled 'incapable' as a result of a particular medical condition such as dementia is also a crucial 
policy shift. The combined impact of these principles make it more likely that older people with impaired or fluctuating 
capacity will be involved in decisions about their care and treatment, even if more complex decisions relating to finances 
are managed by a third party. Such involvement should include decisions about medication, an issue about which there 
is widespread concern in the care home sector, where drugs can be inappropriately used as a method of control or 
'chemical restraint'. Greater expectation of involvement by people with dementia also places greater emphasis on 
practitioners' engagement with approaches to communication that can support decision making and maximise people's 
ability to make choices. 

Recognition of the need to assess an individual's capacity in a systematic way is also positive, as up until now there has 
been considerable variation both in methods of assessment and in whether capacity is routinely assessed at all. Carers 
should play a more significant role: their views should be taken account of in the assessment of capacity and they gain a 
right to be consulted about related care and treatment decisions. 

The appointment of Independent Mental Capacity Advocates (IMCA) will be of particular benefit to older people with 
mental health problems who have no relatives or friends to act on their behalf. For older people with advanced 
dementia who have no relatives and live alone, an IMCA may perform a useful role in ensuring that decisions about care 
home placement is in the person's 'best interests' - another guiding principle of the Act. The Act provides a checklist of 
factors that decision makers must work through in deciding the 'best interests' of the person without capacity. This 
includes consideration of the person's wishes, feelings, beliefs and values (including any written advance statement 
made by them when they had capacity) and taking account of the views of family and friends. 

For some older people without dementia, and those in the early stages, 'advance decisions to refuse treatment' may be 
a useful mechanism to ensure their wishes are recorded and taken account of in the event of loss of capacity in the 
future. The provision for people to appoint an attorney (Lasting Power of Attorney) to make health and welfare 
decisions as well as managing financial matters if they should lose capacity in the future is another useful feature of the 
Act. The appointed attorney will have the ultimate say in what should be done for the individual, including making 
medical decisions Present law does not allow for proxy decision makers in medical matters. 

The Act also introduces a new criminal offence of ill treatment or neglect of a person who lacks capacity. As dementia is 
a known risk factor for abuse, this is to be welcomed. There is however a recognition that where a person is providing 
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care for someone who lacks capacity, they will not incur legal liability in the ordinary course of caring, e.g. for bathing 
them or giving them prescribed medication, as long as it is in the person's 'best interests'.  

1.5 Disclosure issues for Dementia and cognition 
 
Symptoms of dementia were noticed by families may take years prior to the first health professional consultation before 
a firm diagnosis was made. People from non-English speaking backgrounds were diagnosed later after the onset of 
dementia compared with the rest of the population. Delays in diagnosis result in lost opportunities for earlier medical 
and social interventions for those with dementia and their families. In part, this situation can be accounted for by the 
complexity of the diagnosis of dementia.  
 
The differential diagnosis of dementia includes depression and anxiety, thyroid disease and many other medical 
conditions. There is also the problem of differentiating dementia from normal ageing. Dementia itself is insidious and 
likely to require specialist intervention and consultation with third parties, particularly family carers. Even after a 
diagnosis of dementia has been made, further differentiation is required as to the specific type of dementia that a 
patient may have.  
 
With our growing and ageing population, dementia will become increasingly more common in primary care. However, at 
present dementia remains a condition that many GPs are not familiar or comfortable with. Timely diagnosis has benefits.  
 
It can allow the person with dementia to make choices about their future while they are still able; to plan finances, 
powers of attorney and care in advance; to access medications that may relieve symptoms; and to receive support from 
community services which can enable them to continue living in their community for as long as they can.  
 
However, it is not only the absence of a simple test and the complexity of dementia that creates delays in diagnosis. 
Other barriers to earlier diagnosis are clearly evidenced in the literature and these include the following:  
 

• Patients and carer factors include lack of awareness that there are memory problems (this is particularly a 
problem for patients living alone with no carer), and difficulty distinguishing between normal age-related 
memory changes and dementia. There may be reluctance to seek help, fear of loss of independence or concerns 
about how dementia is perceived. 

• GP barriers include lack of skills to recognise the possible presence of dementia in a patient. Dementia is a 
diagnosis that requires assessment over several consultations over several months. GPs may have difficulty 
differentiating normal ageing from dementia and may not be aware of the benefits of early diagnosis. There may 
be an attitude that since there is no therapy there is no point in making a diagnosis. 

 
Many doctors may also fear damaging the doctor–patient relationship; many lack skills of how to communicate the 
diagnosis; others have a desire to protect the patient from the diagnosis. Some GPs may be reluctant to diagnose if they 
think there are no services or specialists in their area that can assist the individual. Time-limited consultations are also a 
factor.  
 
Many GPs do not feel equipped to discuss legal issues that arise with a diagnosis of dementia.  
 

• Systemic factors can prevent effective management of dementia with multidisciplinary approaches and carer 
input. GPs may perceive lack of support and communication from specialists, service providers (e.g. Aged Care 
Assessment Team, community nurses) – often functioning independently. There may be difficulty gaining 
accurate reports from carers. Medicare does not fund separate consultations with carers. Although there are 
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some screening tests available, they are not diagnostic of dementia and a case-finding approach is used for 
detection of dementia. There has been no health promotion activity in primary care to reduce the risk of 
dementia. There is some evidence that strategies adopted overseas and in respect of other chronic diseases in 
Australia hold the promise of achieving timely diagnosis and better management of dementia. Possible 
strategies canvassed in this publication are as follows:  

• Patient/carer strategies include – public awareness campaigns to increase awareness of dementia, including 
checklists for those concerned about their memory, and what the ‘normal’ ageing process is – initiatives to 
assist people in coming to terms with whether they may have dementia – initiatives to increase recognition of 
and the level of support for carers – increase public awareness of resources available through Alzheimer’s 
Australia and other websites and printed materials – funding of home visits by nurses to assess the home 
situation.  

• Strategies to better support GPs at the service level include – training and education through workshops 
including changing negative views of dementia, the benefits of early diagnosis of dementia, how to 
communicate the diagnosis to patients, and what lifestyle factors can help reduce the risk of and the progress of 
dementia – incentives to spend more time in the assessment process – incentives to spend time with carers to 
better understand the issues in relation to their patient.  

• System change could be achieved through – making more effective use of practice nurses to assist with the 
screening process for those who have concerns about their memory through the use of Medicare incentives – a 
greater emphasis on a team approach perhaps through the new Medicare Locals bringing better linkages 
between medical, nursing and social services – including dementia in national health promotion activities and 
making the link between physical and brain health, particularly with respect to low blood pressure, lower 
cholesterol, no smoking, and good management of diabetes.  

• Reducing stigma surrounding dementia. All the above actions in themselves may help contribute to a more 
positive approach in primary care to the diagnosis and management of dementia. However, it is likely to need, 
in addition, a well-directed public awareness campaign that assists in reducing the stigma of the disease and in 
particular the fatalism that attaches to the condition in terms of it being an inevitable part of old age. 

 
 

DEMENTIA POLICY AND PROCEDURE 
 
Purpose 
 
To provide person centred and safe care to those living with dementia 
 
Scope 
 

• All workers 
• All processes within the service 

 
Definition: Dementia is a loss of mental ability severe enough to interfere with normal activities of daily living, lasting 
more than six months, not present since birth, and not associated with a loss or alteration of consciousness. 
Description: Dementia is a group of symptoms caused by gradual death of brain cells. The loss of cognitive abilities that 
occurs with dementia leads to impairments in memory, reasoning, planning and behaviour. While the overwhelming 
number of people with dementia are elderly, dementia is not an inevitable part of aging; instead, dementia is caused by 
specific brain diseases. Alzheimer’s disease (AD) is the most common cause, followed by vascular or multi-infarct 
dementia. 
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The prevalence of dementia is difficult to determine, partly because of differences in definition among different studies 
and partly because there is some normal decline in functional ability with age. The prevalence of dementia roughly 
doubles for every five years of age beginning at age 60. Dementia affects about 1% of people between ages 60 and 64, 
5-8% of all people between ages 65 and 74, up to 20% of those between 75 and 84, and between 30% and 50% of those 
age 85 and older. About 60% of nursing home patients have dementia. 
 
The cost of dementia can be considerable. While most people with dementia are retired and are not affected by income 
losses from their disease, the cost of care is often enormous. Financial burdens include lost wages for family carers, 
medical supplies and drugs, and home modifications to ensure safety. The psychological cost is not as easily quantifiable 
but can be even more profound. The person with dementia loses control of many of the essential features of his/her life 
and personality, and loved ones lose a family member even as they continue to cope with the burdens of increasing 
dependence and unpredictability. 
 
Policy: 
 
The service will adhere to the following principles while providing care for people with dementia: 

•  Care Planning and delivery will be person centred 
•  Care delivery will be by staff who have specialist training in dementia care, and who have access to specialist 

support 
•  Care delivery will focus on meeting needs and aspirations 
•  The Service will promote dignity and respect and maintaining human rights 
•  Closely coordinated between different professionals and services across health, social care and housing 

 
Procedure 
 
Techniques and environmental changes supporting good quality dementia care: 
 
Risk Assessment 

 
Tools are available throughout the system for personal and environmental risk assessment, and these should be used 
comprehensively and assiduously when providing dementia care. 
 
Within Care Planning, very detailed risk assessment should be carried out in relation to the Service User with dementia 
and their physical environment. 
 
In general, Service Users with dementia are at raised risk of: 
 

•  Abuse 
•  Violent behaviour 
•  Disruptive behaviour 
•  Isolation 
•  Falls 
•  Malnutrition 
•  Accidents 
•  Depression 
•  Communication difficulties 
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•  Inability to express wishes 
•  Inability to participate in Care Planning 
•  Inability to give informed consent 
•  Fast changing condition 
•  Tissue viability 
•  Security 

 
 
Life History 
 
The use of life history (LH) research and recording is especially important in the care of persons with dementia. A full LH 
record, made available to all staff providing support to the Service User, enables the carer to more fully understand 
behaviours of the Service User, and suggest strategies for their management. 
 
The life history can be obtained from the Service User and their family. It doesn’t have to be taken all at once. After you 
have the initial conversation, they are likely to think of more details to add. It’s particularly helpful to provide a form to 
the family members to take away and complete, that way they can provide thoughtful responses. The information 
sought after should assist in conversation with the Service User in the months and years to come as well as assist in 
facilitating activities. 
 
 Friends and Family: 
 
It is important to record the names and details of the Service Users, grandparents, parents, brothers and sisters, cousins, 
children, grandchildren, great grandchildren, Nieces and nephews, etc. Focus on details of each that will bring back 
happy memories for the Service User. Record the ages of children and grandchildren. 
 

•  School and Education 
•  Working Life 
•  Hobbies 
•  Religious activities 

 
Memory Box 
 
Accompanying the life history it is useful to ask the family to put together a personal memory box for the individual. The 
box could contain photos, newspaper cuttings, books, ornaments. If the person was a gardener they could include 
favourite tools (if not a safety risk). If they were a chef or cooking fanatic they could include cooking utensils, etc. 
Memories relating to brothers and sisters are also very important. It is often the unexpected that brings pleasure and 
peace to people who’s memories are fading. This is a technique that is widely used. The approach can be defined as: 
 
“A” – what are the antecedents or triggers of the challenging behaviour? The idea is that all behaviours are triggered by 
something; they are not random. The trigger could be an environmental issue (too hot, too cold, too noisy?), an unmet 
need (want the WC, hungry, thirsty?) or a disease (pain, headache, not-well feeling?) 
 
“B” – is the challenging behaviour which is causing the problem. 
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“C” – is the consequence of the behaviour, or the reaction of those affected by the behaviour. The way that we react to 
challenging behaviours can have a large impact on whether that behaviour is more or less likely to reoccur. And finally 
“D” for De-escalate and Decide. Once the situation has been diffused and calmed down, decide what you can do to 
prevent a similar situation in the future. 
 
Where an individual cannot make a decision about their own care or welfare, the worker should act in their best 
interests and in the least restrictive manner 
 
Individuals with dementia can be more vulnerable to isolation, social exclusion, discrimination, and abuse as a result of 
their diagnosis and symptoms. The worker should act in their best interests and in the least restrictive manner by 
assisting and supporting older people with dementia and memory impairments to articulate, exercise and defend their 
rights and to fully participate in both the minor and major decisions affecting their lives. 
 
This contact should be available to individuals living in their own homes and also in care homes. 
 
Workers can support individuals living with dementia to: 
 

• Exercise their rights to make choices 
• Play a full part in decisions about issues affecting their lives 
• Obtain desired outcomes and prevent outcomes they do not want 
• Protect and exercise their rights and secure their entitlements 
• Promote their wellbeing and improve their quality of life 

 
Develop a person-to-person relationship with the individual.  
 
There has in recent years been an avalanche of interest in person-centred care, which aims to maintain the individuality 
of individuals with dementia. Individuality in this context means “A standing or status that is bestowed upon one human 
being, by others, in the context of relationship and social being. It implies recognition, respect and trust.” 

Conceptual frameworks of individualised person to person approach: 
 
Senses Framework - This  rests on a firm belief that the individual and everyone else involved in the caring relationship 
should experience the fulfilment of six senses, which are: 

• security – feeling safe within the relationship;  
• belonging – feeling “part” of things;  
• continuity – experiencing links and consistency;  
• purpose – having personally valuable goals;  
• achievement – making progress towards desired goals; and  
• significance – feeling that “you” matter. 

This framework values the needs of the older person, their family, carers and qualified and unqualified health and social 
care staff. The emphasis is on the reciprocal nature of all relationships. It highlights the important aspects of care that 
are often taken for granted. Knowing the older person and their carers is central to its successful implementation.  It also 
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equates to Kitwood’s (1997) philosophy of valuing and preserving the personhood of not only people with dementia, but 
also of those who provide direct care for them. The senses are, however, very subjective, which creates methodological 
challenges to an objective evaluation of the framework’s benefits. 

Authentic Consciousness 
 
This process aims to enhance older people’s autonomy within the decision-making process, including the task of 
executing decisions, where the person has the capacity to do so. It is based on research exploring the meaning of 
autonomy for older people in settings and the concept of “authenticity” and its meaning in a caring relationship. 
Individuals and workers values are central. It identifies five caring duties, which are: 

• informed flexibility;  
• mutuality;  
• transparency;  
• sympathetic presence; and  
• negotiation. 

The process aims to correct the imbalance of power between worker and client, and address internal and external 
constraints that deny older people the freedom to make decisions. Understanding the biography of the older person is 
seen as essential in promoting client autonomy. Just because an individual does not have the capacity to carry out a 
decision does not mean they do not have a right to be involved in the decision-making itself 

Involve the individual with dementia in their own care planning 

• Listen to Us 
• Hear Us 
• We are here 
 

Involving the individual with dementia 

There is much work now done involving people with dementia, whereas in the past most involvement and consultation 
was with their carers. 

Why should we involve people with dementia? 

Given the increasing population of older people, many of whom will develop dementia, we should take seriously the need 
to involve them in giving views about how we should meet their needs. 

It is now accepted that dementia clients are involved in their care plan, especially in the early stages when they are best 
able to articulate their needs and preferences.  

In recent years more people with dementia have made direct contact to seek answers to their own questions, once they 
have been given a diagnosis of dementia. 

This may have occurred because individuals are more likely to receive a diagnosis early, when they have insight into 
what is happening to them, and access to drug treatments for dementia may have kept people in the earlier stages of 
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the disease for longer. But perhaps more importantly there is a growing recognition that people with dementia can 
communicate and express their own views and wishes. 

 

Take account of history (personal, family, medical, etc.) and work towards meeting the needs of the whole person 

This is a syndrome where the client has multiple cognitive deficits and memory loss (enough to impair occupational or 
social functioning); with either associated deterioration in language (aphasia), perception and comprehension 
(apraxia); impaired ability to recognise objects (agnosia); and/or a disturbance in executive functioning (inability to 
think abstractly and plan, initiate, sequence, monitor and stop complex behaviour). Deterioration must represent a 
progressive decline from a previous higher level of functioning, and consciousness should not be clouded (acute 
confusional state, delirium). Memory loss is typically for recent events and long-term memory can be remarkably 
intact. 

Epidemiology 

Incidence 

There are an estimated 163,000 new cases of dementia identified each year. It increases with age, 6.7% per 1,000 
person years at age 65-69, to 68.5 per 1,000 person years at age 85 and above.1 

Prevalence 

Very rare below 55 years. 3% prevalence by 70 years and doubles every 5.1 years thereafter. 

According to UK figures provided by the Alzheimer's Society, prevalence is 1:1000 in clients aged 40-65; 1:50 in 65-70 
year olds, 1:20 in 70-80 year olds and 1:5 in the 80 age group.2 

Screening and Prevention  

Clients and relatives with a suspected genetic cause for dementia should be offered genetic counselling by the 
regional genetic services. 

The focus for prevention should be the modification of behaviour in middle aged and older people (reducing smoking, 
alcohol consumption, obesity and treating other cerebrovascular disease risk factors such as hypertension and 
hypercholesterolemia).  

Adhere to the value base of care (identity, dignity, respect, choice, independence, privacy, rights, culture) 

 

PROMOTE EQUALITY AND DIVERSITY OF PEOPLE 

STATEMENT OF VALUES 

I UPHOLD THE FOLLOWING VALUES FOR CLIENTS: 

• CHOICE: The opportunity to select independently from a range of Options as available. 
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• RIGHTS: The maintenance of all entitlements associated with Citizenship. 
 

• FULFILMENT: The realisation of personal Aspirations and Abilities in all aspects of daily life. 
 

• INDEPENDENCE: The opportunity to Think and Act without reference to another person including a willingness 
to incur a degree of a Calculated Risk, unless that risk involves others. 

 
• PRIVACY: The right to be alone or undisturbed and free from Intrusion, or public Attention in relation to 

Individuals and their Affairs. The right to Privacy includes the need to respect the confidential nature of 
information relating to the Client their Family and Friends. 

 
• DIGNITY: A recognition of the intrinsic value of People regardless of circumstances by respecting their 

Uniqueness and their personal needs. The right to dignity includes the recognition of, and the catering for, an 
individual’s Ethnic, cultural and Religious needs. 

 

Take account of the individual’s personal beliefs including spiritual beliefs, emotional needs and preferences 

 

I take account of the individual’s personal beliefs including spiritual beliefs, emotional needs and preferences by 
understanding that they can be affected by: 

SENSITIVITY 

Dementia sufferers may have enhanced or diminished mental or emotional responsiveness toward something, such as 
the feelings of another, receptiveness to impression, whether pleasant or unpleasant; acuteness of feeling, refined 
awareness and appreciation in matters of feeling and the quality of being affected by changes in the environment. 

PREFERENCES 

Preferences may change over time, and change many times, such as preferring ice cream when normal and eating coal 
or excrement when dementia takes control. Things that were once liked can be cast aside, and this can be upsetting for 
carers and others 

INTER-PERSONAL RELATIONSHIPS 

Breakdown of once close and special relationships, such as spouse, children and others. If the client turns away from 
those they once loved, then it is important to understand that the previous love may have gone and that having a 
pragmatic understanding of the process and taking it on board, however painful; can have benefit for the relationships 
over time 

RELIGION 

Spirituality may diminish over time, but where possible the religious preference should be upheld and where possible, 
continuance of spiritual activity maintained and religious practices continued 
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INTIMACY 

The need for closeness is a very important and natural part of people’s lives, including people with dementia. Intimacy is 
the giving and receiving of love and affection. It involves caring touch, empathic understanding, comfort in times of need 
and a feeling of safety in relationships.  
 
Sexuality is the feeling of sexual desire and its expression through sexual activity. Like intimacy, it is a natural expression 
of human need. For many people, however, sexuality goes beyond the narrow concept of sexual intercourse. It is often 
bound up with many of the broader expressions of intimacy, including physical closeness, kissing and hugging. 

AGGRESSION / DELUSIONS 

Aggression and delusional psychosis may pose a greater challenge than cognitive decline for clients with dementia and 
their carers. The nature and frequency of psychotic symptoms varies over the course of illness, but in most clients, these 
symptoms occur more often in the later stages of disease. Management of psychosis requires a comprehensive non 
pharmacologic and pharmacologic approach, including an accurate assessment of symptoms, awareness of the 
environment in which they occur, and identification of precipitants and how they affect clients and their carers. Non 
pharmacologic interventions include counseling the carer about the non intentional nature of the psychotic features and 
offering coping strategies. Approaches for the client involve behaviour modification; appropriate use of sensory 
intervention; environmental safety; and maintenance of routines such as providing meals, exercise, and sleep on a 
consistent basis. Pharmacologic treatments should be governed by a "start low, go slow" philosophy; a mono sequential 
approach is recommended, in which a single agent is titrated until the targeted behaviour is reduced, side effects 
become intolerable, or the maximal dosage is achieved. Atypical antipsychotics have the greatest effectiveness and are 
best tolerated. Second-line medications include typical antipsychotics for short-term therapy; and, less often, 
anticonvulsants, acetylcholinesterase inhibitors, antidepressants, and anxiolytics. Goals of treatment should include 
symptom reduction and preservation of quality of life. 

LUCIDITY 

The existence and recurrence of such ‘moments of lucidity’ suggests that the brains of people with dementia can 
sometimes be capable of finding routes which, as it were, by-pass the damaged areas. It would surely be worth trying 
more systematically to create situations in which this enhanced communication ability could be regularly accessed. 
Preferences may change back to former preferences during lucid moments  

Maintain a responsive and flexible approach to the individual, taking account of changing needs 

 
ASSESSING CHANGING NEEDS 

 
Changing needs in dementia leads to questions of how a carer and their professionals can ask to discover how to 
manage the way changing needs are set up to accommodate the strengths and needs of a person with cognitive 
impairment. The questions are based on very specific changes to the brain and ways in which the timing and structure of 
the task can make it easier or harder for the person to perform tasks of daily living.  
 
Task structure has a major impact on behaviours, on the amount of distress and fatigue a person experiences, and on 
how easily and successfully a carer can assist the person with cognitive impairment. These questions help explore why a 
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person is in distress, having trouble performing a task, or engaging in a particular behaviour. They also suggest 
intervention strategies.  
 
The carer is expected to ask these questions to her/himself or to other carers, but NOT to the person with cognitive 
impairment. The questions can be asked informally by family and other carer’s or more systematically with formal 
recording by professionals. (These questions form the basis for a more formal assessment instrument under 
development.)  
 
The questions are meant to be asked either as a general assessment or while the carer is helping with a task. The 
answers to these questions can help a carer modify the task, environment, or communication strategies in order to be 
more helpful by accommodating the person’s feelings, abilities and cognitive difficulties. When they are asked during a 
task, the carer can intervene immediately and respond to subtle changes that occur minute by minute in the person’s 
cognitive abilities.  

 
TASK & DAILY ROUTINES AND COGNITIVE IMPAIRMENT 

 
Questions to Ask:  
 
These are some questions to ask ourselves about the task and daily schedule to assess how well the daily routines meet 
the needs of a person with cognitive impairment. The daily routines include activities of daily living as well as fun 
diversionary activities.  
 
The questions are based on specific changes in the brain and are organised under aspects of a task and schedule that a 
carer might be able to modify to help the person more successfully accomplish the task and to feel comfortable. “Yes” 
answers indicate the task is more likely to meet the needs and desires of a person with cognitive impairment.  The 
answers to these questions may suggest interventions to try with a particular individual on a particular occasion.  
TASK GOALS: Look for:  

 
• what this person wants and needs from this task  
• what the carer wants and needs from this task  

 
1. What are this person’s goals (e.g., to feel safe and warm and comfortable)?  
2. What outcome does the carer want and need?  
3. How much of this task does the carer need to accomplish?  
4. How important to the carer is the completion of this task?  
5. Will not doing the task or doing an alternative to the task adequately meet the needs of the carer and this 

person?  
6. How quickly does the carer need to get the task completed?  
7. Can modifying the task meet enough of the goals of both the carer and of this person?  
8. Can modifying expectations of the carer adequately meet the needs of both the carer and this person?  

 
TIMING: Look for:  

 
• how the whole 24 hour day of this person is usually spent  
• how the past 48 hours or longer have been going for this person  
• what events/tasks usually precede this task  

22 
 



 
CARE CERTIFICATE 

TRAINING WORKBOOK  

 
• how similar this person’s daily schedule is to the schedule s/he used to have throughout most of her/his adult 

life  
 

1. Is the flow of this person’s day appropriate for this person?  
2. Are tasks spread out across the week and hours to allow for rest and recuperation?  
3. Are tasks performed as frequently as necessary or possible?  
4. Is there a familiar and appropriate pace of daily routines (e.g., waking up, eating breakfast, washing, and getting 

dressed done without pauses so the logic of the sequence is obvious to this person)?  
5. Is there a familiar and appropriate order of routines (e.g., waking up, eating breakfast, washing, and getting 

dressed done in the same order as they were done throughout most of this person’s adult life)?  
6. Is the daily schedule as normal for this person as possible?  

 
CONSISTENCY: Each time the task is performed, is it:  

 
• done the same way  
• at the same time of day  
• with the same carer  

 
1. Is the same carer (as much as possible) assisting this person each time the task is done?  
2. Is the carer helping with the task the same way each time?  
3. Have the task steps become routine with few surprises?  

 
TASK STEPS: Look for evidence to ensure that the task steps are not:  

 
• too many  
• too complex  
• too unfamiliar  
• too abstract  

 
1. Is the task broken down into steps?  
2. Does the carer perform the steps that are most difficult for this person?  
3. Is the pace of the steps adapted to this person?  
4. If necessary are task steps spread out over time (e.g., washing different body parts at different times of the 

day)?  
5. Is the order of task steps arranged to suit this person?  
6. Are complex task steps simplified (washing one spot of the table over and over instead of washing the whole 

table)?  
7. Are the task steps familiar to this person (e.g., a bath instead of a shower)?  
8. Are the task steps concrete enough (e.g., showing this person pants and shirt rather than simply asking this 

person to get dressed)?  
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MODIFICATION OF STEPS: Look for:  

 
• modification of task steps over time to fit this person’s changing needs or preferences  

 
1. Does the order of the task steps meet this person’s needs (e.g., does it help this person to remove her/his 

clothes after stepping into the shower so the clothes get wet rather than before stepping into the shower, or to 
wash the feet first to get this person used to the water and process)?  

2. Can particular needs or preferences be met by modifying the way a task is done (e.g., addressing modesty or 
temperature sensitivity by covering this person so that no part of the body or only one part at a time is exposed 
while dressing and bathing)?  

3. Are physiological and cognitive changes accommodated (e.g., a towel draped over this person so the spray from 
the shower nozzle doesn’t touch the skin directly)?  

4. Is location of each task step adapted to this person (e.g., washing this person’s hair in the bedroom with a wet 
washcloth rather than in the shower)?  

 
MODIFICATION OF OBJECTS: Look for:  

 
• adaptation of objects used during the task to fit this person’s changing needs  
• accommodation of this person’s needs for familiarity  

 
1. Are changes in this person’s needs assessed so modifications of objects can be made when necessary (e.g., 

zippers replaced with Velcro, or foods difficult to chew or swallow replaced with finger foods and soft foods)?  
2. Do the modifications keep the objects as similar as possible to what this person is used to (e.g., buttons changed 

to snaps rather than Velcro, or soft food that looks normal rather than pureed food that is unrecognizable)?  
3. Do modifications reduce the need for significant range of motion when necessary (e.g., over head shirts 

replaced with button shirts)?  
4. Are emerging anxieties or preferences accommodated (e.g., women’s pants replaced with skirts when anxiety 

about removing pants becomes acute)?  
 

Are changes in sensory functions accommodated (e.g., covering shower nozzle with a wash cloth when skin 
sensitivity to the water spray makes the spray uncomfortable or frightening)? 

 

Take account of some of the feelings and issues that are commonly experienced by people with dementia, for 
example, around loss (of control, community, etc 

FEELINGS 

Dementia: no new memories  

Penny Garner uses the analogy of a photograph album to illustrate her view of how memory works and to explain why 
dementia is so frightening to the sufferer. Think of this imaginary album as the place where each new memory is stored. 
The photographs at the beginning are the oldest, those towards the back are the recent additions. 

In an extract from his new book, Oliver James explains how we store memories in our mental photograph album  
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When we wake up each morning, our "album" is open on today's page, the ''here and now". We glance constantly at 
these latest photographs to make sense of what we are doing, where we are and who we are with. Only rarely do we 
turn to pages much further back in our album. 

As we age, our faculties become less efficient and the process of consulting our album slows. After the age of 50, we 
take longer to find photographs that we know to be there. In healthy people, the only change relates to speed and 
confidence. It's different for people with dementia. 

There are two components of a memory stored in the album. First, there are the facts of the picture, which might be 
that you are sitting at your computer working. 

Second, there are the emotions associated with the facts, such as: were you feeling bored or excited by the work? Penny 
has divided the feelings up into those that are "OK" (acceptable), which she calls "green" and those that are deeply 
traumatic which she calls "red". 

When someone develops dementia they are no longer able to register and store the factual content of new memories or 
"photographs". They can, however, store feelings. She describes these "feelings-only, fact-free photographs" as 
"blanks". 

When the blanks first start occurring they are unlikely to cause problems. They represent only a split-second loss of 
factual information. However, as dementia progresses and the number of blanks increases, the person finds more and 
more recent pages from which crucial facts are missing. It's not that the new information has been forgotten - it has not 
entered the album in the first place. Penny provides a telling example. 

Chatting at the breakfast table, Arthur asks his wife Dolly if she will post a letter for him. Dolly tucks the letter into a 
secure pocket of her handbag. However, she has dementia and this conversation enters her album as a "feelings-only" 
blank. 

At supper, Arthur asks Dolly if she posted his letter. "Letter? What letter?" There's nothing in Dolly's album about a 
discussion about a letter. So Dolly says that she didn't post a letter because there was none to post. Arthur disagrees, 
and he tells Dolly which compartment of her handbag to look in. 

When she is confronted with clear evidence of a blank that she knew nothing about, a panic develops. This feeling is 
stored as a new "red" blank in Dolly's album. The experience of uncovering a red blank is specific to dementia. Over 
time, the sufferer will continually be confronted with evidence that they lack very recent information about themselves, 
inducing a disastrous sense of a loss of control. 

They will soon give up opening their album at all and their ability to establish contact with the world around them will be 
lost. They become isolated, not by dementia but by the interventions of other people who do not understand it. 

Many dementia patients in nursing homes are given powerful anti-psychotic drugs to control their ''mad" behaviour. 
And yet, it need not be so. Penny Garner has proved that there is another way. 

Let us return to the confrontation between Dolly and Arthur. If they had learned how to use the SPECAL method, how 
different would that exchange be? Arthur asks if Dolly has posted his letter. "Letter? What letter?" Dolly can find nothing 
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about a letter on this morning's page of her album, so she says that she didn't post a letter because there wasn't one. 
This time, Arthur nods his head: "Silly me! My mistake! You're quite right!" 

Dolly looks at him sympathetically. She tells him we all tend to be absent-minded when we get older. Arthur agrees and 
they are soon talking about what a fast-moving world it is, compared to their parents' days. Dolly has stories to tell and 
Arthur is a good listener. 

The state of anxious questioning does not arise. The supper conversation is a new experience and whether it enters 
Dolly's album as a full photograph or as a blank, it will be an acceptable "green". 

Her life will continue as if the blank at breakfast time had never occurred. Arthur learns to avoid challenging Dolly 
whenever it is apparent to him she has not stored a piece of information, while Dolly's capacity to enjoy the repetition of 
old, recycled ''green" photos actually increases. 

Feeling good, but not knowing why, is a quite different proposition from feeling bad and not knowing why. 

LOSS OF CONTROL 

What does it mean when someone is said to have dementia? For some people, the word conjures up scary images of 
“crazy” behaviour and loss of control. In fact, the word dementia describes a group of symptoms that includes short-
term memory loss, confusion, the inability to problem-solve, the inability to complete multi-step activities such as 
preparing a meal or balancing a cheque book, and, sometimes, personality changes or unusual behaviour. 

 

Loss of control involves 

• Regularly forgetting recent events, names and faces.  
• Regularly misplacing items or putting them in odd places.  
• Confusion about the time of day.  
• Failing to recognise familiar objects or places.  
• Problems finding the right words.  
• Reduced judgement, for example, unaware of danger.  
• Mood or behaviour problems such as apathy or irritability.  
• Lack of care with personal hygiene.  

As Alzheimer’s disease progresses, people may experience: 

• Further decline in mental abilities and memory.  
• Lack of awareness of their surroundings.  
• Personality changes.  
• Loss of control of bodily functions.  
• Inability to perform daily activities.  

Loss of control when recognised by the client may lead to anxiety, depression and suicide. 
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COMMUNITY 

 
DEMENTIA IN THE COMMUNITY 

It is likely that many of us as we become older will experience some memory loss. This is accepted as normal and most 
people go on being alert and active despite the slowing up process of mind and body. 

For some people, however, deterioration in mental functioning amounts to more than normal forgetfulness. Memory 
loss becomes severe and personal character, behaviour reactions and habits may change. Treatable medical conditions 
may be the cause of the symptoms so it is important to seek advice of the family doctor or to ask him or her to arrange 
for specialist opinion. In a number of instances proper treatment will restore the person to normal mental health. 

In some cases, however, the memory loss and behaviour is evidence of an illness named dementia, the most common 
form of which is Alzheimer’s Disease. This is a progressive disease and sadly there is no known cause or cure.The rate of 
deterioration can vary greatly from person to person and it is difficult to predict how the illness will affect different 
individuals. 

There are, however, many ways in which persons suffering from a dementing illness may be helped and their carers 
supported according to their particular situation. 

Some sources of help are as follows: 

PEOPLE 

• Doctors : General Practitioners, Pyscho-geriatricians 
• Nurses: Health Visitors, District Nurses, Community Psychiatric Nurses. 
• Solicitors 
• Social Work Staff : Social Workers, Home Helps, Occupational Therapists, Welfare Rights Workers 
• Staff of Voluntary Organisations: Alzheimer’s Scotland - Action on Dementia, Age Concern, Citizens 

Advice Bureau, Day Centres. 
• Members of Support Groups 

SERVICES 

Assessment and referral for specialist opinion. 

• Opportunities for discussion of feelings and day to day problems. 
• Support Groups. 
• Day care at home. 
• Day care at hospital or centres. 
• Lunch clubs or social clubs. 
• Aids and adaptations at home. 
• Domiciliary services such as chiropody and occupational therapy. 
• Respite care including companion sitters at home or residential periods. 
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• Advice on state benefits, rent, council tax, etc.
• Advice on legal and financial matters.
• Information about residential and nursing homes.
• Information about where to get pamphlets, videos and books.
• Dementia Helpline

Although a wide range of help is available, it has to be emphasised that people with a dementing illness should be 
involved in the choices which affect their lives, for as long as possible. Their dignity and wishes should be respected and 
while they are able, they should be consulted about legal and financial matters. 

FOR CARERS 

Dementia may develop gradually. It can take some time to recognise what is happening and for you to persuade others 
that illness is present. Finding that one’s memory and abilities appear to be deteriorating significantly can be very 
disturbing, with the result that in the early stages of the illness a dementing person can be very good at covering up 
problems. This can be misleading for family and professionals.  

Most carers find it helpful to talk, share problems and exchange ideas with other people who are also caring for a person 
with a dementing illness. There are an increasing number of Carer Support Groups and they welcome new members. 
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