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WHAT IS YOUNG ONSET DEMENTIA?  

People living with dementia whose symptoms started before they were 65 are often 

described as having Young Onset Dementia (YOD), or early onset dementia. The age of 

65 is used because it is the age at which people traditionally retired. However, this is an 

artificial cut-off point without any biological significance. A diagnosis of YOD does not 

necessarily refer to different symptoms associated with age, but rather the different needs 

and support of those under 65 living with dementia.  

YOD accounts for an estimated 2 to 8% of all dementia cases. Right now, at least 16,000 

Canadians under the age of 65 are living with YOD. 

“YOUNG ONSET” VERSUS “EARLY STAGE” 

It's important to know that term "young onset dementia" does not necessarily mean the 

individual is in an early stage of dementia. A 57-year-old living with YOD could already be 

in the late stage of the disease, while an 80-year-old just diagnosed with dementia might 

be in the early stage. 

It's also important to note that YOD encompasses all types of dementia. There is a wider 

range of diseases that cause YOD and a younger person is much more likely to have a 

rarer form of dementia. 

RISK FACTORS 

YOD is more likely than late-onset dementia to be hereditary. Approximately 10% of all 

people who live with YOD have a parent with the same condition. If dementia has been 

inherited, the diagnosis may have implications for birth relatives of the person such as their 

siblings or children. The most common causes of YOD are the same progressive diseases 

that cause most cases of dementia in older people.  

Important risk factors to consider include: 

 vascular risk factors (e.g. diabetes mellitus, hypertension, atrial fibrillation and 

hyperlipidemia) 

 head injury 

 excess use of alcohol 

 hormone disorders (e.g. thyroid problems, Addison’s disease) 

 vitamin deficiencies (e.g. B12) 
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 inflammatory conditions (e.g. multiple sclerosis) 

 infections (e.g. HIV) 

Memory problems can also be caused by sleep apnea, where breathing stops for a few 

seconds or minutes during sleep. Less common conditions that cause YOD are inherited 

metabolic disorders such as Gaucher’s disease, Tay Sach’s disease and Niemann-Pick’s 

disease. These develop more often in childhood or adolescence and so their development 

in someone’s 30s or 40s is much later than usual. 

YOUNG ONSET OF COMMON DEMENTIAS 

Alzheimer’s disease 

Alzheimer’s disease develops when proteins build up in the brain to form structures called 

‘plaques’ and ‘tangles’. Alzheimer’s is the most common type of dementia in younger 

people and may affect approximately one-third of younger people living with dementia. 

However, this is a much smaller proportion than in older people living with dementia; up to 

two-thirds are diagnosed with Alzheimer’s disease.  

Another difference is that younger people are much more likely to have an ‘atypical’ 

(unusual) form of Alzheimer’s disease than older people. Atypical Alzheimer’s disease is 

when the first symptoms are not memory loss, which is the most common symptom of late-

onset Alzheimer’s disease. Instead, the first symptoms maybe include problems with vision 

(in posterior cortical atrophy), speech (in logopenic aphasia), planning, decision-making 

and behaviour (in frontal variant Alzheimer’s disease). These atypical forms of Alzheimer’s 

disease account for up to one-third of all Alzheimer’s disease in younger people but only 

5% of all Alzheimer’s disease in older people.  

In some people living with young-onset Alzheimer’s disease there is a very clear 

inheritance of the disease from one generation to the next. This genetic form of the 

dementia – familial Alzheimer’s disease – is caused by rare mutations (defects) in three 

genes. These mutations are found in 7 to 12% of all people with young-onset Alzheimer’s. 

Symptoms of familial Alzheimer’s disease usually start in someone’s 30s, 40s or 50s. The 

earlier the symptoms start, the more likely the disease is to be genetic. However, familial 

Alzheimer’s disease is extremely rare. It affects only about 500 known families worldwide 

and probably accounts for much less than 1% of Alzheimer’s disease when all ages, young 

or old, are considered. 
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Down syndrome 

People living with Down syndrome have a greater risk of developing a dementia, most 

commonly Alzheimer’s disease, at an early age. People living with Down syndrome have 

two copies of chromosome 21: this same chromosome carries the gene for amyloid which 

forms the plaques in Alzheimer’s disease.  

Vascular dementia 

Vascular dementia occurs when there are problems in the blood supply to the brain. It is 

closely linked to diabetes and to cardiovascular diseases such as stroke and heart 

disease. It is the second most common type of dementia in younger people – accounting 

for approximately 15% of YOD. Symptoms of vascular dementia vary. Early memory loss is 

less common than in Alzheimer’s disease, whereas problems with thinking things through 

and slower speed of thought are more common. When vascular dementia follows a stroke, 

physical symptoms such as limb weakness are common.  

There is a genetic form of vascular dementia known as CADASIL (cerebral autosomal 

dominant arteriopathy with subcortical infarcts and leukoencephalopathy). CADASIL is rare 

and is most common in people aged 30 to 50. Symptoms include migraines, repeated 

strokes, fits, low mood and progressive loss of mental abilities. CADASIL is caused by 

defects in a gene called NOTCH3 and is inherited in a simple pattern similar to familial 

Alzheimer’s disease. 

Frontotemporal dementia 

Frontotemporal dementia is caused by damage to the lobes at the front and/or sides of the 

brain. Approximately 10 to 15% of people living with YOD may have frontotemporal 

dementia – which is higher than in older people. Frontotemporal dementia is most often 

diagnosed between the ages of 45 and 65. This is in contrast to Alzheimer’s disease, 

vascular dementia and dementia with Lewy bodies, all of which become more likely with 

age.  

There are three types of frontotemporal dementia – the behavioural variant, which causes 

changes in personality and behaviour first, and two types in which language is affected 

first. There is good evidence that the disease is genetic for approximately 30% of people 

living with this type of dementia. In this instance, genetic counselling and testing may be 

offered. 
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Lewy-body dementia 

Lewy body dementia is caused by the build-up of tiny protein deposits (Lewy bodies) in the 

brain. About 5% of younger people living with dementia may have Lewy body dementia. 

Symptoms of Lewy body dementia include varying levels of alertness, hallucinations and 

features of Parkinson’s disease (e.g. slower movement, stiffness and postural instability). 

Korsakoff’s syndrome and alcoholic (or alcohol-related) dementia 

Alcohol-related brain damage includes Korsakoff’s syndrome and alcoholic (or alcohol-

related) dementia. It occurs in people, most often in their 50s, who regularly consumed 

excessive amounts of alcohol. Alcohol-related brain damage is caused by a lack of 

thiamine (vitamin B1), direct damage to nerve cells from alcohol, head injuries (such as 

falls, fights) and a poor diet. Symptoms overlap with those of Alzheimer’s disease and 

vascular dementia. Alcohol-related brain damage differs from common dementias because 

it can be halted or even reversed in some people with treatment, abstinence and a good 

diet. 

Rarer forms of YOD 

20 to 25% of younger people living with dementia are thought to have a rarer cause of the 

condition – a much higher proportion than in older people. Causes of this rare dementia 

include degenerative neurological conditions (where there is progressive damage to the 

nervous system, e.g. Huntington’s disease, progressive supranuclear palsy, corticobasal 

degeneration and Creutzfeldt-Jakob disease (CJD)). In most cases these diseases cause 

problems with movement as well as dementia. Some of these rarer causes of dementia, 

such as CJD, can progress very rapidly over just a few months. 

SIGNS AND SYMPTOMS 

YOD appears less often as progressive memory loss, which is the most common symptom 

of dementia in older people. It may instead present as changes in behaviour (e.g. apathy, 

irritability, impulsive purchases) or personality (e.g. loss of empathy). The individual may 

present because of concerns about managing and maintaining their finances or usual 

occupation.  

A person living with YOD may present with problems with movement, walking, co-

ordination or balance. This is one reason why younger people with dementia may see a 

neurologist (a specialist in diseases of the brain and nervous system).   
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DIAGNOSIS 

Diagnosing dementia in younger people can be a long, complicated and frustrating 

process, mostly because there is a lack of awareness that dementia can happen in 

younger people. Health care providers are often reluctant to diagnose dementia in 

someone so young, and it’s common for a person who has YOD to be misdiagnosed with 

another condition, such as depression. As a result, the person living with YOD may not get 

the appropriate knowledge, treatment and support to fight the disease.  

Getting an official diagnosis begins with your family doctor. Your doctor can also help 

answer questions you may have about dementia. Take note of your symptoms if you 

suspect that something might be wrong and see your doctor right away.  

There is no one specific test that can diagnose YOD. If dementia is suspected, a number 

of physical and cognitive tests will most likely be performed.  

Physical tests 

A health care provider will review symptoms, medical history and current health and 

lifestyle behaviour. They will check blood pressure, cholesterol levels, thyroid function and 

vitamin levels.  

Brain imaging tests may also be required, such as a Computerized Tomography (CT) and 

a Magnetic Resonance Imaging (MRI) scan, to see if there is evidence of a recent stroke, 

changes to the brain’s blood vessel or hallmarks of Alzheimer’s disease. 

Cognitive tests 

A health care provider may perform office cognitive testing, such as the Montreal Cognitive 

Assessment (MoCA), which measures judgement, planning, problem-solving, reasoning 

and memory. This will often be followed by more detailed cognitive testing by a specialist. 

The contribution of family members and caregivers is often very important in helping to 

reach a correct diagnosis. 

Genetic testing 

A person who is suspected of having frontotemporal dementia or young-onset Alzheimer’s 

disease and who has a strong family history of that form of dementia may be offered 

genetic testing. This is to see whether they have a mutation that has caused the dementia. 

In some cases such ‘diagnostic genetic testing’ will confirm the dementia type and show 

that the dementia is genetic. 
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THE EFFECTS OF BEING DIAGNOSED AT A YOUNG AGE 

All people living with dementia have unique preferences, values, and life experiences. 

Person-centered care is a personalized approach to care that honours these experiences, 

where the person living with dementia is actively involved in all decisions concerning their 

health.  

Coping with a diagnosis of YOD and all that follows can be challenging. Getting support 

from family, friends and professionals is critical to ensure the best possible quality of life. 

Continue to explore ways to fulfill your needs for friendship, intimacy and closeness. 

The personal and social consequences of YOD can be much different than those 

experienced by people diagnosed with dementia later in life. People living with YOD are 

often still working at the time of diagnosis, are physically fit and may have dependent 

children or parents at home. They may have major financial commitments, like a mortgage 

or student loan.  

The diagnosis of dementia, and the changes it will bring, can increase the stress of these 

responsibilities. With dementia now in the mix, it's natural for a younger person just 

diagnosed with dementia to think, "What's next!?" and worry about how they can meet 

handling their responsibilities. 

MANAGEMENT STRATEGIES AND TREATMENT 

There is no cure for dementia but there are treatments and support that can help someone 

live well with the condition. This involves pharmacological and non-pharmacological 

treatment, support, activities, information and advice. 

Manage medications 

Common medication treatments help with symptoms of dementia, such as donepezil for 

Alzheimer’s disease or certain antidepressants for frontotemporal dementia. For vascular 

dementia, medications will be offered to help to treat the underlying conditions. 

Optimize your health 

Dementia progresses more quickly if someone is physically unwell, so it is important that 

the person looks after themselves. You can take control and help yourself through the 

following strategies: 

 Counselling may help the person adjust to the diagnosis or with relationship issues. 
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 Talk therapy may help if the person (or anyone supporting them) becomes depressed 

or anxious.  

 Challenge your brain by keeping your mind active: work on puzzles/Sudoku/word 

searches/cross words, read the newspaper/book, play cards, listen to music, write in a 

journal, enroll in a class and attend a concert. 

 Stay physically active by asking your physician for an exercise program that best fits 

your needs. Exercise contributes to good physical health, can reduce stress and helps 

keep your brain as healthy as possible. Target 20 to 40 minutes of aerobic (cardiac) 

exercise daily. 

 Do not smoke and drink alcohol only in moderation. 

 Take good care of your body. Keep hydrated by drinking plenty of water. Eat a low-fat, 

healthy diet, with plenty of fruits and vegetables. Keep a healthy weight. 

 Ask a professional about sessions of cognitive stimulation or life story work because 

these can also help. Non-drug approaches should also be tried first for behavioural 

changes.  

Reassure your family 

Sharing the news of your diagnosis with your family is a crucial step for any person living 

with dementia. Particularly if you have YOD and have children; it's important to reassure 

them that you’re still here and that you understand how this can be difficult. 

If you have children, they may want to help you in any way they can. They also may feel 

they are not getting the support and stability they need. Assure them that the changes they 

are seeing in you are due to the disease and that no one is to blame. Consider talking to 

your children’s teachers – they may be able to provide additional support. Find activities to 

do together and encourage open communication. If possible, engage your children by 

letting them help and support you. 

GETTING CONNECTED WITH SERVICES AFTER DIAGNOSIS 

Even after an accurate diagnosis is made, a younger person with dementia is still likely to 

face obstacles. These obstacles may start with being unable to get more information about 

dementia or find referral to dementia-focused programs and services in their community. 

We know that many people living with YOD go on to live very fulfilling lives for quite some 

time. Unfortunately, due to lack of knowledge and training, some health care providers still 

seem to offer little hope or support for life after diagnosis. Most social programs and 

services are designed for older people who live with dementia. In comparison, the number 
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of programs designed for people living with YOD is sparse. People living with YOD may 

not find the programs intended for older adults interesting or beneficial in respect to their 

needs. They may not feel comfortable in a seniors’ program. Even if they are interested 

and comfortable in joining a program, they might be ineligible because of their age. 

We have a gap in our knowledge about YOD. As a result, there simply aren't enough 

information, support, financial aid and services adapted for younger people living with 

dementia. However, this is changing. The Young Onset Gap Analysis Project, initiated 

through the National Information Support and Education Committee (NISE) and the 

Alzheimer Society of Canada (ASC), explored the gaps of available learning and support 

resources for people living with YOD, and sought advice and feedback from those with 

lived experience. The information from this report is being used to develop new resources 

dedicated to education and support for people living with YOD, families, caregivers and 

health care providers 

FACING STIGMA 

People living with YOD often feel excluded or treated differently because of their condition. 

For younger people with dementia in particular, there’s a tendency for others to dismiss the 

condition as a mental illness, or to simply not believe it because of the perception that 

dementia is just a disease of the "old". 

Self-imposed stigma is also a factor. According to a 2017 Awareness survey, 50% of 

Canadians don't believe they could live well with dementia. In fact, 27% of survey 

respondents believed that their life would be over after getting diagnosed. 

The greatest fears that surround having dementia include being a burden to others, losing 

independence and an inability to recognize family and friends. For a younger person just 

diagnosed with dementia, these fears suddenly become very real. 

BALANCING WORK-LIFE RESPONSIBILITIES 

Many people living with YOD are still working when they’re diagnosed. Some may be able 

to continue working by modifying their job. Others will have to stop working immediately, 

which comes with major financial, social and psychological implications. The financial 

repercussions of living with YOD are very difficult. Eventually, a person has to quit their job 

and may not be eligible for financial supports. 

 First, research your employee insurance and health care benefits, and find out if they 

offer an Employee Assistance program.  

https://archive.alzheimer.ca/sites/default/files/files/national/other/yodgapanalysisreport.pdf
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 Once you know about your options, consider talking to your employer about your 

diagnosis. 

 Discuss the possibility of reducing hours and/or tasks and adapting your job duties. 

 Consider retiring early and start to plan for a time when you cannot work. 

 If you own your own business, think about its future and succession planning. 

 You can also contact Services Canada to find out if you are eligible for Disability 

Benefits under the Canada Pension Plan. 

LIVING WELL WITH DEMENTIA 

A diagnosis of dementia does not mean your life is over. There is currently no way to stop 

the progression of dementia. Still, there are many things you can do to maintain a healthy 

lifestyle, and slow the progression of the disease into the later stages. Research shows 

that there are real benefits to making lifestyle choices that can help you stay as healthy as 

you can be. 

Make healthy lifestyle choices to feel better and potentially slow the progression of the 

disease. Stay connected, eat well, be active, reduce stress, avoid harmful habits like 

smoking, get enough sleep and meet regularly with your doctor for checkups and to 

explore treatment options.  

While your symptoms are mild to moderate, you will likely know what makes you happy 

and contribute to your sense of well-being. You might like to seek help to adapt to 

changing abilities and participate in meaningful activities. 

As your disease progresses, you will lose abilities that you may consider important to 

quality of life. Dementia, however, does not remove your ability to appreciate, respond to 

and experience feelings such as anger, fear, joy, love or sadness. Things that were 

important and meaningful for you throughout your life will always be important and 

meaningful.  

Be safe and know your limits 

If you’re unsure about your driving abilities, start thinking about other ways to get around. 

However, if you're in the early stage of dementia, you may still be able to drive without risk 

to yourself and others. Most people in the early stages of dementia can continue to drive 

safely and competently. However, because of the progressive nature of dementia, it’s 

critical to be aware of any changes in your driving patterns.  

https://www.canada.ca/en/employment-social-development/programs/disability/benefits.html
https://www.canada.ca/en/employment-social-development/programs/disability/benefits.html
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Stay independent longer by adapting your home for your changing abilities. An 

occupational therapist may be able to help.  

Share your story 

Help reduce the stigma around dementia by talking openly about the changes and 

challenges that come with living with YOD. Let your friends, colleagues and family 

members know that people with dementia still want to be a part of their communities and 

live life to the fullest. 

CAREGIVER HEALTH 

Caregiver stress is a normal part of caregiving for someone with dementia. When stress is 

not managed, it can cause burnout, a state of emotional, mental and physical exhaustion. 

To help manage caregiver stress, find out what support services are available and how 

others may help, set realistic goals, get connected, take care of your own health and share 

information and feelings with others.  

Burnout can cause caregivers to compromise their own health and be less able to provide 

effective care and support. If you or someone you know is exhibiting signs of caregiver 

stress or burnout, it is important to seek help. Speak to your health care provider or the 

local Alzheimer Society. 

PLANNING FOR THE FUTURE 

As YOD progresses, it can become difficult to make choices and communicate your wishes 

about care. To plan ahead: 

 Think about what’s important to you. 

 Learn about different medical procedures and what they can or can’t do.  

 Decide on a substitute decision maker. 

 Talk about your wishes with those closest to you.  

 Record your wishes.  

For more information on discussing your wishes and preferences about your care, please 

visit sagelink.ca/lessons/supportive-palliative-care/ 

https://sagelink.ca/lessons/supportive-palliative-care/
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Legal and financial matters  

There will come a time when you may not be able to make financial decisions and sign 

legal papers. The people you name to act on your behalf need to know your wishes in 

order to honour and act on them.  

 Arrange for a power of attorney that will be legally able to make decisions on your 

behalf if you are no longer able.  

 Talk to a lawyer about naming someone to look after your financial interests. 

Housing matters  

As LBD progresses, you may need help with activities such as cooking, housekeeping, 

shopping and transportation. Talk to family members and friends to see who would be able 

to help you with these tasks. The local Alzheimer Society can provide information and 

referrals to community and social services available in your area. These may include: 

 Meals on wheels, adult day programs and volunteer visits. 

 Live-in companions and other privately hired home helpers. 

 Assisted-living homes or retirement and long-term care homes. 

 

 

ADDITIONAL RESOURCES  

 Young Onset Dementia: alzheimer.ca/en/about-dementia/other-types-dementia/young-

onset-dementia 

 What is young-onset dementia? (Alzheimer’s Society UK): 

www.alzheimers.org.uk/sites/default/files/pdf/factsheet_what_is_young-

onset_dementia.pdf 

 Younger people with dementia (Health Scotland): 

www.alzscot.org/sites/default/files/images/0001/0841/YoungerOnsetDementia_FINAL.

pdf 

 Heads Up for Healthier Living: 

archive.alzheimer.ca/sites/default/files/files/national/heads-up/heads-up-for-healthier-

living.pdf 

 My Speak Up Plan: Workbooks on advance care planning www.myspeakupplan.ca  

https://alzheimer.ca/en/about-dementia/other-types-dementia/young-onset-dementia
https://alzheimer.ca/en/about-dementia/other-types-dementia/young-onset-dementia
http://www.alzheimers.org.uk/sites/default/files/pdf/factsheet_what_is_young-onset_dementia.pdf
http://www.alzheimers.org.uk/sites/default/files/pdf/factsheet_what_is_young-onset_dementia.pdf
http://www.alzscot.org/sites/default/files/images/0001/0841/YoungerOnsetDementia_FINAL.pdf
http://www.alzscot.org/sites/default/files/images/0001/0841/YoungerOnsetDementia_FINAL.pdf
https://archive.alzheimer.ca/sites/default/files/files/national/heads-up/heads-up-for-healthier-living.pdf
https://archive.alzheimer.ca/sites/default/files/files/national/heads-up/heads-up-for-healthier-living.pdf
http://www.myspeakupplan.ca/
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 Local Alzheimer Societies: 

o Kingston Frontenac Lennox and Addington: alzheimer.ca/en/kfla 

o Hastings Prince Edward: alzheimer.ca/en/hpe 

o Lanark, Leeds, Grenville: alzheimer.ca/en/Lanark 
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