Diagnosis and support for people with young onset dementia and their families
Recommendations from the Young Dementia Network Steering Group
Summary
This document brings together the experience and expertise of people affected by young onset dementia and the people who work with and
support them. It highlights that the impact of dementia can be very different depending on your stage of life and that because of this, services
must be tailored to meet those needs. Currently, this is rarely the case and this means that a younger person can take twice as long to be
diagnosed than an older person. Once they receive this diagnosis they are often left with no appropriate support and no one with the specialist
knowledge to guide them through the journey ahead.
From first contact with a GP to end of life care, that journey can be very different for a younger person. They are likely to be in work, have a
mortgage and dependent children. They may have a rarer form of dementia which means they are part of an even smaller minority. A
dementia diagnosis is always devastating. But for a younger person, that diagnosis means that life changes beyond recognition.
Together we have identified a series of recommendations which are designed to meet those different needs. These recommendations will guide
policy makers, commissioners and practitioners in designing and delivering services. Most importantly, we hope they will empower younger
people with dementia and their families to demand the services to meet their needs.
Recommendations for policy makers and commissioners
• Commissioned services must be designed to address the specific needs of younger people with dementia and their families. This means that
providers must be able to demonstrate how their service is adapted for younger people. In particular addressing the poor provision of local ageappropriate and meaningful day care, respite care and residential care.
• Dedicate commissioning to developing and supporting existing services to allow sustained clinical experience and development of
continuity and co-ordination across different service providers.
• Appoint a dementia lead in the Clinical Commissioning Group responsible for identifying needs of younger people with dementia.
• Review current arrangements for management of younger people with dementia and implement a local protocol across primary care and
specialist services, including social care.
Recommendations in detail
• Positive contact with my GP which reduces the time taken to receive the correct diagnosis
o GPs to have an awareness of young onset dementia and the variety of symptoms with which it can present including atypical ones. This
could improve recognition by GPs of key symptoms that may indicate a referral to specialist services is required.
o Clear referral routes from the GP to specialist diagnostic services.
• A clear and collaborative diagnostic process which is young onset specific
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Ensure a defined local care pathway for younger people with possible cognitive impairment.
Provide access to a specialist with expertise in the diagnosis of young onset and rare dementia, to improve standards of assessment and
diagnostic accuracy.
Specialist support and information which meets our changing needs
o A Key Worker who has specialist knowledge, training and experience of young onset dementia and its impact on the person with the
diagnosis and theirfamily.
Living with young onset dementia
o For the Key Worker, clinicians, social services and charitable organisations to work closely together to provide a comprehensive
service for the person with young onset and their families.
o Access to age-appropriate and meaningful activities which enable younger people and their families to remain engaged in their
communities, retain and develop relationships and social connectedness. Age-appropriate means that the content, location and
timings of activities are designed to be beneficial and accessible for younger people.
o Advice which enables the person to plan for the end of their life.
o Access to age-appropriate and local respite and long term care, based in their own home or in residential care depending on the
person’s wishes and needs.
o
o

•
•

Recommendations by role
We recommend GPs should
a) Be aware of young onset dementia and have a low threshold for referral of younger people suspected of cognitive impairment.
b) Be aware of referral routes to specialist services.
c) Be aware of the young onset dementia specialist lead for their area.
d) When the person has received a diagnosis, ensure that they are linked in to local support services. This is especially important when a
diagnosis was given in a regional or national centre.
We recommend clinicians based in diagnostic services should
a) Have a named young onset dementia lead.
b) Have knowledge of the varied impact of a diagnosis of young onset dementia on the person and their family.
c) Have access to the full range of assessment, investigations and personnel necessary to make a diagnosis and provide ongoing postdiagnostic support.
We recommend the key worker role should
a) Have specialist knowledge, skills and experience of the impact on young onset dementia. This will include a knowledge and
understanding of rarer forms of dementia, as well as the impact of a diagnosis at a younger age for the person diagnosed and their
family.
b) Provide information, practical and emotional support for family members, as well as connect them to others for mutual support.
c) Provide continuity of support, and enable the person living with young onset dementia to understand their condition and actively
engage in their care plan and journey.
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d) Act as a coordinator of services, organisations and people, helping to connect the person living with young onset to local groups,
networks and support services. They will also act as a liaison between clinical services and the person’s community and home.
e) May be delivered through a variety of organisations depending on local infrastructure and funding arrangements. For example (but not
limited to) primary care, voluntary sector or be based within local mental health teams or neurology services.
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A young onset dementia pathway

Positive
contact with
my GP which
reduces the
time taken to
receive the
correct
diagnosis

Person with young onset dementia and
their family carers
‘We have the right to an early and
accurate diagnosis’
My GP listens to me and doesn’t
discount dementia because of my
age.
I can talk to my GP about how young
onset dementia could affect me, or
my family.
My GP knows about the referral
process for young onset dementia and
it is explained to me. I’m able to record
these conversations so I can refer to
them later.
I’m told about the Young Dementia
Network, and local young onset
support services who can support me.

Services to support these needs
GP aware of young onset dementia and appropriate local referral routes
• GP knowledgeable about young onset dementia and the variety of symptoms
which can present, which may differ from those with later onset dementia
• GP has a low threshold for referral if there are ‘red flags’
• GP listens to the person and family members to make thorough assessment of
symptoms including baseline investigations, physical examination, assessment of
activities of daily living and a brief cognitive assessment
• GP excludes a potentially treatable illness or reversible cause of the ‘dementia’
Referral is made to the locally agreed young onset referral care pathway.
Access to pre-assessment counselling
• Pre-diagnostic review/support and counselling.
Also see ‘Diagnosing Well’ - NHS Well Pathway
Information is provided, including
• Reason for referral
• Expectation / possible outcome / consent
• Implications for other areas of life.

I can participate in counselling tailored
to my age and situation, in preparation
for the journey ahead.
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A clear,
collaborative
and specialist
diagnostic
process

‘We have the right to an early and
accurate diagnosis’
‘We have the right to receive
evidence based, appropriate,
compassionate and properly funded
care and treatment, from trained
people who understand us and how
dementia affects us. This must meet
our needs, wherever we live’
I know who my young onset dementia
lead is and am kept updated about
the diagnostic process.
I’m offered the same support as older
people who are going through
the process of being diagnosed
with dementia. For example, I
might need a family member or
close friend to attend
appointments with me.
If I’m supporting someone through
diagnosis, I can speak to someone
who understands my concerns and
can answer questions I may have
about what a dementia diagnosis at
this age might mean for my
family/friend.
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Making the diagnosis in specialist services
Clinicians based in memory clinic or specialist services/departments where
diagnosis takes place are knowledgeable and skilled regarding young onset
dementia and the impact the diagnosis can have on the person diagnosed and
their family.
There are designated young onset dementia leads in each memory clinic/diagnostic
department.
Comprehensive assessment is performed by a commissioned multi-disciplinary team of key
professionals including neurology, psychiatry, nursing, psychology, occupational therapy and
neuroradiology including access to allied services as appropriate e.g. occupational therapy,
speech and language therapy, social worker, physiotherapy and dieticians as necessary.
The team should have the opportunities for multidisciplinary case discussion.
Pre-assessment counselling is routinely provided to establish informed consent, find
out what someone wants to know about their diagnosis, who else they would like to
be present when it is given, and if there is someone else they would like to be
informed.
Key elements of diagnostic assessment
• Thorough history taking
• Speaking to someone who knows the person well
• Neurological examination
• Blood screen for rare cause
• Neuroimaging
• Advanced cognitive assessment / neuropsychology
• Consider EEG, CSF analysis, genetic testing
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Feeding back diagnosis
Diagnosis is given in a confidential setting and is delivered sensitively. There should be a
recognition that the person diagnosed with young onset dementia and their family
may still be in work, have dependent young children or other care responsibilities, so
may have different questions and responses to the diagnosis.
Enough time should be allocated in order to answer these questions.
Depending on the persons’ wishes, they will receive full feedback of the results of their
assessment and an explanation about how the diagnosis was reached as a result
and should be provided with prompt follow-up.
Where a diagnosis is provided in a national or regional centre, there must be a clear
‘exit plan’ which links the person back into their local services.
Introduction to key worker
• Key worker works in collaboration with the diagnostic team and introductions
can be made at the time of diagnosis or when appropriate for individual
• Clear information is provided about next steps and how they can be contacted
• Working together with clinicians to ensure a joined up service.
Also see ‘Supporting Well’ - NHS Well Pathway

November 2016

The Young Dementia Network is a YoungDementia UK initiative
UK initiative

6

Specialist
support and
information
which meets our
changing needs

‘We have the right to be respected,
and recognised as partners in care,
provided with education, support,
services, and training which enables us
to plan and make decisions about the
future’
I’m contacted by a key worker who, if I
choose, meets with me to discuss what
dementia at my age will mean for me
and my family. I have the opportunity to
ask about the impact on my job,
mortgage and other financial
commitments, childcare and any other
concerns I mighthave.
I have the opportunity to learn more
about my type of dementia, which
because of my age, is more likely to be a
rarer form.
If I’m supporting someone with
dementia, the Key Worker also
supports me.
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A regular review with the person, their family, the clinical team and others involved
in their care is established.
The individual and family should have access to:
•
•
•
•

Information about the diagnosis
Evidence based treatment and psychological support e.g. pharmacological
e.g. Cholinesterase inhibitors / and or memantine, adapted cognitive stimulation
therapy and counselling, relationship or family centred work,
Information and advice about social recreational and age-appropriate
meaningful activities and peer support.
Admiral nurses (specialist dementia nurses) who can work intensively with families who
are facing a difficulty managing the effects of the diagnosis.

Key worker engages with individual and their family/friends to understand their needs
• Discuss life, achievements, abilities and aspirations pre and post diagnosis
• Discuss preferred / usual ways of coping and their potential support needs
• Gain understanding of employment status,financial situation, care
responsibilities and family circumstances
• Meet family members and support circle to understand their perspective and
circumstances.
Also see ‘Living Well’ - NHS Well Pathway
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Living with
young onset
dementia

‘We have the right to be recognised
as who we are, to make choices
about our lives including taking risks,
and to contribute to society. Our
diagnosis should not define us, nor
should we be ashamed of it’
I work with my key worker to prepare for
what lies ahead. I am supported to plan
my life and what I want for my future
including the end of my life.
They provide information about
practical issues like financial and care
planning, as well as helping me to talk
about my condition with my children,
family and employers.
I know I can contact my key worker
and they can point me in the direction
of other helpful services.
I want to continue my social life,
relationships and activities and
hobbies. My key worker helps me to
adapt so I can keep doing the
activities that I am interested in.

Regular contact with joint reviews with a core team including key worker and Clinical
team with access to specialist nurses, occupational therapy, psychology, speech and
language therapists and social work support as necessary.
Review response to medication.

Support family members and assess needs of the younger person and their family. Signpost to
age-appropriate meaningful activities.
Key worker tailors a plan with the individual and their family which is appropriate for their stage in life.
• Outline goals and aspirations and route to achieving these
• Facilitate access to community services, both dementia specific and otherwise
• Provide or facilitate access to information about young onset dementia and rare
forms of dementia and how to communicate the diagnosis to children, family,
employers and friends.
• Provide or facilitate access to specialist advice and support about young onset
specific needs e.g. employment, mortgage and financial obligations and future
financial planning.
• Provide advice and emotional support to family members and others closely
involved in care.
• Link to health and social services to ensure plans are aligned.
Also see ‘Living Well’ - NHS Well Pathway

I’m introduced to new activities and
social contacts/groups that are more
specific to dementia when the time is
right for me.
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Towards the
end of life

‘We have the right to be respected,
Regular reviews are adapted as the person reaches the end of their life and support is tailored to
and recognised as partners in care,
provide:
provided with education, support,
services, and training which enables us • Key worker provides support for advanced care planning
to plan and make decisions about the
• Facilitate access to short term respite opportunities (including day and
future’
residential care)
• Acute care is provided in dementia friendly wards which comply with John’s
I’m supported to think about and
Campaign so a family member can stay with the person during their stay
prepare for the end of my life,
• Age-appropriate long term residential care within a reasonable distance from
including talking about what I do and
home
don’t want.
• Support to stay in the home if this is what the person wants
• Age-appropriate palliative and end of life care
The support I get is tailored to me,
• Bereavement support for families and carers.
depending if I live alone or with my
family.
Also see ‘Dying Well’ - NHS Well Pathway
The family and friends of the person with
dementia are given information and
support to help them to prepare for the
end of life.
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Evidence for our recommendations
Current research remains behind best practice. The evidence base regarding needs of younger people with dementia and the needs of their
families is better developed, although gaps remain. There remain significant gaps in understanding current prevalence rates for young onset
dementia in the UK, the evaluation of services and interventions and their impact and cost effectiveness. As such, our recommendations in some
cases are based upon what people affected by dementia tells us works as well as professional expertise.
Positive contact with my GP which reduces the time taken to receive the correct diagnosis
Dementia teams have become ‘ageless services’ in which staff may not often see people with young onset dementia and may feel unskilled.
Many younger people with cognitive impairment are referred as a result of local policy with the Clinical Commissioning Group to adult mental
health services who lack expertise in diagnosis of dementia (Rodda and Carter, 2015).
UK evidence and European evidence points to delays in diagnosis for young onset dementia compared to later onset dementia i.e. 4 years
compared to 2 years (van Vliet et al, 2013) and lack of a clearly defined local referral pathway is one of the primary causes of delay in diagnosis
(Harris et al, 2004).
National Institute for Health and Care Excellence/Social Care Institute of Excellence (NICE/SCIE). Dementia: supporting people with dementia
and their carers in health and social care. (Clinical guideline CG42) 2006. http://guidance.nice.org.uk/CG42.
A clear, collaborative and specialist diagnostic process
Young onset dementia has a vast differential diagnosis. It includes not only atypical dementias but also rare sporadic and hereditary diseases.
There is clear evidence that younger people are frequently misdiagnosed with functional and other psychiatric conditions and/or are underinvestigated for rare cause dementia.
Mendez M. The accurate diagnosis of early-onset dementia. Int J Psychiatry Med. 2006; 36(4):401– 10.
Woolley JD, Baber KK, Nikhil K. et al. The diagnostic challenge of psychiatric symptoms in neurodegenerative disease; rates of and risk factors for
prior psychiatric diagnosis in patients with early neurodegenerative disease. J Clin Psychiatry. 2011 February ; 72(2): 126–133.
Memory Services National Accreditation Programme (MSNAP) (2016) Standards for Memory Services (5th Edition)
Sampson EL, Warren JD, Rossor MN. Young onset dementia. Postgrad Med J. 2004 Mar;80(941):125-39.
Ridha B, Josephs KA. Young-onset dementia: a practical approach to diagnosis. Neurologist. 2006 Jan;12(1):2-10
The diagnosis of young-onset dementia
Martin N Rossor, Nick C Fox, Catherine J Mummery, Jonathan M Schott, and Jason D Warren Lancet Neurol . 2010 August ; 9(8): 793–806.
November 2016

The Young Dementia Network is a YoungDementia UK initiative
UK initiative

10

Feeding back the diagnosis
Health professionals can be reluctant to speak openly and honestly with patients and their families about dementia, with some refraining from
using the ‘D’ word. Although initially discussing the diagnosis may be distressing, evidence suggests most people prefer to know if they have
dementia in order to access appropriate support and treatment and to plan for the future. This matter of choice is established at the preassessment counselling stage.
Iliffe S, Robinson L, Brayne C, et al. Primary care and dementia: 1. diagnosis, screening and disclosure. Int J Geriatr Psychiatry2009;24:895-901.
Robinson L, Gemski A, Abley C, et al. The transition to dementia: individual and family experiences of receiving a diagnosis: a review. Int
Psychogeriatr2011;23:1026-43.
DoH (2009) ‘National Dementia Strategy’.
Benefits of a timely diagnosis. Dementia Action Alliance report for primary care.
Specialist support and information which meets our changing needs
Millenaar, J. K., van Vliet, D., Bakker, C., Vernooij-Dassen, M. J., Koopmans, R. T., Verhey, F. R., & de Vugt, M. E. (2014). The experiences and needs
of children living with a parent with young onset dementia: results from the NeedYD study. International Psychogeriatr, 26(12), 2001-2010.
doi:10.1017/S1041610213001890.
Mulders, A. J., Zuidema, S. U., Verhey, F. R., & Koopmans, R. T. (2014). Characteristics of institutionalized young onset dementia patients--the BEYOnD
study. International Psychogeriatr, 26(12), 1973-1981. doi:10.1017/S1041610214001859.
Mulders, A. J., Fick, I. W., Bor, H., Verhey, F. R., Zuidema, S. U., & Koopmans, R. T. (2016). Prevalence and Correlates of Neuropsychiatric Symptoms
in Nursing Home Patients With Young-Onset Dementia: The BEYOnD Study. Journal of the American Medical Directors Association, Mar 1,
doi:10.1016/j.jamda.2016.01.002.
Nagaendran, K., Wang, V., Xuling, L., Nyu, M., Lim, L., Ng, A., Hameed, S., & Wee, HW. (2015). Cost related to dementia in the young and the
impact of aetiological subtype on cost. J Alz Dis, 49(2), 277-285.
Oyebode, J., Bradley, P., & Allen J. (2013) Relatives’ Experiences of Frontal-variant Frontotemporal Dementia. Qualitative Health Research 23,
156-166doi: 10.1177/1049732312466294.
Rosness, T. A., Haugen, P. K., & Engedal, K. (2008). Support to family carers of patients with frontotemporal dementia. Aging & Mental Health,
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12(4), 462-466. doi:10.1080/13607860802224334.
Koopmans, R. T., van der Steen, J. T., & Bakker, C. (2015). Palliative Care in People With Young-Onset Dementia (YOD): An Undiscovered Area!
Journal of the American Medical Directors Association, 16, 1008-1009. doi:10.1016/j.jamda.2015.07.001.
National Institute for Health and Care Excellence. Donepezil, galantamine, rivastigmine and mementine for the
treatment of Alzheimer’s disease. (Technology appraisal guidance TA217) 2011.
http://guidance.nice.org.uk/guidanceTA217.
Cognitive Stimulation Therapy
Spector A, et al (2003). Efficacy of an evidence-based cognitive stimulation therapy programme for people with dementia: Randomised
Controlled Trial. British Journal of Psychiatry, 183: 248-254.
Evidence base for age-appropriate meaningful social activities
Carone et al. (2014) Football and dementia: A qualitative investigation of a community based sports group for men with early onset dementia.
Dementia. E-Pub.
Dowling G. et al. (2014) Life Enhancing Activities for Family Caregivers of People With FTD. Alz Dis Assoc Dis 28:175-181
Jentoft, R. et al. (2014) The use of assistive technology in the everyday lives of young people living with dementia and their caregivers. Can a
simple remote control make a difference?
Additional References
Dementia Action Alliance (2017) - We Statements
NHS England Transformation Framework – The Well Pathway for Dementia
----------------------------------------------------------------------------------------------------------------------------- ---------------------This document was produced by the Young Dementia Network Steering Group, a collaboration of people and organisations. Details of our Steering
Group membership can be found at www.youngdementiauk.org/network-steering-group.
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