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Around the globe, dementia affects an estimated 50 million people (ADI, 2020). Whilst the majority of people live with the most common type of dementia – Alzheimer’s disease dementia, around 38% live with a rarer type of dementia (based on UK data, Alzheimer’s Society, 2014). These include Lewy Body dementia, vascular dementia, and behavioural-variant fronto-temporal dementia, amongst others. Each different subtype comes with its own symptom profile. People with Lewy Body dementia have significant mobility problems (Fritz et al., 2016), whilst people with semantic dementia have language difficulties (Ellajosyula et al., 2020). As a result, people with different dementias have different needs. 
Age can be another factor influencing the needs of people living with dementia (PLWD). Incidence rates of young-onset dementia (YOD) per 100,000 general population range from 11 to 25 in different age categories under the age of 65 (Garre-Olmo et al., 2010; Kvello-Alme et al., 2020). Receiving a diagnosis at a younger age can bring with it a different set of difficulties than getting a diagnosis in old age, not only for the PLWD but also for family members and friends. Most people are in employment, and may have caring duties or double-caring duties for both children and elderly relatives. 
Even if people receive a diagnosis of YOD, services have been found not to be age appropriate in many instances (Cations et al., 2017; Mayrhofer et al., 2018), with post-diagnostic support often inadequate (Giebel et al., 2020). Services are not adapted to the needs of younger people who may wish to engage in active activities, such as walking or bowling, as opposed to engaging in sedentary activities, such as singing and bingo. As a result, people with YOD may not feel well placed in groups of people aged in their 70s and 80s. Moreover, as many people with YOD and their carers are still in employment, the timing of services also needs to be considered, as mid-week day-time groups might be less suitable. All these factors can contribute to why people with YOD and their carers do not access post-diagnostic support services, if they are aware of these (O’Shea et al., 2019). According to a recent study involving people with YOD and their carers, the ideal service should be “unique, flexible, affordable, tailored, and promoting meaningful engagement” (Cations et al., 2017).
Having access to these activities and services depends on receiving a diagnosis in the first place though. This can be very difficult. A person or their family members and friends might not attribute symptoms such as forgetfulness or behaviour changes as symptoms of dementia at the age of 35 or 50 for example (Rabanal et al., 2018). This can delay approaching clinical professionals to investigate the symptoms, and is an issue generally across dementia, as a recent systematic review has shown (Parker et al., 2020). Other barriers can be stigma and fear, lack of informal network support, and normalising symptoms. Even when consulting a clinical professional, such as a General Practitioner in the UK, they might equally not relate any symptoms and signs as indicative of dementia at such a young age. Draper and colleagues (2016) for example showed that the time from symptom onset to first consultation took an average of over two years, and the time from first symptoms to official diagnosis of YOD an average of five years.
In a recent study from Australia, Loi et al. (2020) retrospectively explored the predictors of delays in YOD diagnosis and the impact of a specialist YOD service on time to diagnosis. For this purpose, the authors consulted data from an inpatient unit of a tertiary neuropsychiatry service in metropolitan Victoria. Looking at various participant characteristics, including cognition and the number of services consulted pre-diagnosis, Loi et al. showed that the average time to diagnosis amongst over 200 people with YOD was 3.4 years. The younger people were, the longer it took them to receive a diagnosis. Moreover, if they had a dementia other than the most common YOD subtypes of Alzheimer’s disease dementia and behavioural-variant fronto-temporal dementia (Kvello-Alme et al., 2019), their diagnosis was delayed also. The more services that were consulted pre-diagnosis also increased the time to diagnosis. All these factors independently delayed the time between first symptoms and diagnosis. 
Having a specialist YOD service however significantly reduced the time to diagnosis by 12 months. This is a significant reduction in time to diagnosis, which highlights the potential of providing more targeted support for people with YOD, and their carers. In particular, the service offers a 2-week inpatient assessment in an eight-bed facility, involving a broad assessment of biomarkers, neuropsychology, and other areas of health and psychiatry. Considering that a dementia diagnosis usually involves multiple appointments for brain scans, neuropsychological and -psychiatric assessments, as well as functional assessments, having a thorough assessment without the likelihood of missing appointments and additional travel appears to be a good solution. Moreover, the YOD service holds weekly team meetings to discuss cases, therefore enabling multi-disciplinary teams to meet and discuss and make decisions on cases swiftly. 
It appears therefore that such a YOD-specific service would provide much needed reductions in the time to diagnosis. From a practical point of view however it is unlikely that such services will be implemented in each hospital / memory clinic assessment setting. This is just because of constant funding limitations and staffing issues. It is more likely, and recommendable based on these findings, to implement these services where possible, whilst simultaneously raising awareness of this specialist service with doctors who are in charge of referring patients for assessments. To ensure that each person has equal access to these services, awareness raising amongst healthcare professionals is vital, to enable the referral process to these specialised services. 
This type of service might also be suitable for people with cognitive impairment. In a recent analysis of the diagnostic pathways for people with cognitive impairment (which is often a precursor for dementia), Black and colleagues (2019) reported delays in the time from initial symptoms to first consultation and diagnosis. Whilst these delays were not as severe as in YOD, delays in getting a diagnosis equally affect the ability of the health and social care system to support the person with cognitive impairment before further disease progression. This can also delay the necessary process of advanced care planning. Once a diagnosis is made, PLWD need to be supported to make decisions early on about their end of life care. Whilst this is often an additional stressful element surrounding the initial stress of receiving a diagnosis, it is important that PLWD are supported to make these decisions when they are in the early stages of the condition. For this reason, it is also important that diagnoses are made quickly, as someone who has experienced a delay of five years until the diagnosis is likely going to be in a more advanced stage with possibly less capacity to make these decisions. Informal and formal advanced care planning for dementia for example has been found to be high in a US sample (79%-87%), although more needs to be done to support people from any background, including ethnic background, to make these advanced decisions (Pettigrew et al., 2020).
The earlier someone receives a diagnosis of dementia, the better. Delays in diagnosis delay getting access to vital support services, from medical to non-medical support, with PLWD advancing further in their dementia. Not receiving suitable medication in time, such as donepezil (Birks & Harvey, 2018), will delay the window of opportunity to benefit the PLWD – receiving medication at an advanced stage will not be as beneficial as when receiving medication very early on, when people are still independent and thus can stay independent for longer. Therefore, it appears that YOD-specific services are one suitable solution to provide more timely diagnoses of YOD. Other solutions will be to provide more training to health care professionals about different types of rare dementias, which would also have an impact on people with late-onset dementia. Rarer dementias in general are not as easily diagnosed as Alzheimer’s disease dementia. By putting in place different strategies to support improved diagnosis of YOD, this might hopefully also have a domino effect on improving post-diagnostic care. 
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