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Seeking a diagnosis of dementia is a complex process, contingent on many factors.  A person’s 

experiences, views, beliefs and feelings mixed; with the perspectives of other people affect 

perceptions of dementia. Attitudes and expertise of health care practitioners; as well as cultural and 

societal understandings and explanations of the condition influence the diagnostic process.  That 

post diagnostic care is often inadequate [1] underscores the importance of access to appropriate 

systems and resources of support. 

As there is still no cure for dementia, the prospect of a diagnosis may seem futile – and more of a life 

sentence than a positive step.  Yet, diagnosis can open the door to support and maintenance of 

quality of life for persons living with dementia and their families.  Encouraging someone to seek a 

diagnosis of dementia continues to be a priority focus at national and international policy levels [2]. 

On a global scale, goals for dementia diagnosis rates continue to fall short of goals and 

recommendations.  While in England, diagnosis is estimated to occur in around 68.2% for people 

over 65, above the national target of  66.7% [3], globally most people living with dementia do not 

receive a formal diagnosis. Rates of formal diagnoses are only 20 -50% in high income countries, and 

much lower in lower middle income countries; resulting in a ‘treatment gap’ due to a lack of access 

to care and treatment [4].  This may occur for multiple reasons including a lack of knowledge of 

dementia symptoms, lack of diagnostic services, unclear pathways to diagnosis and inadequate 

support services post-diagnosis; the barriers facing individuals to seek help for a diagnosis remain 

key. 
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Questions remain over whether people experiencing symptoms, those close to them and health and 

social care professionals understand and recognise changes and symptoms associated with 

dementia; and also whether obtaining a diagnosis is important.  Common myths about what 

dementia is (and is not) persist.  In Ireland, the ‘Dementia: Understand Together” campaign revealed 

that although one in two people reported knowing someone with dementia, only one in four felt 

that they understood the condition [5].  Alongside understanding and awareness of the condition it 

is key to understand what prompts or prohibits people from seeking a diagnosis, and what can be 

done to ensure people are best supported to seek a dementia diagnosis. 

National dementia plans and clinical guidance from many countries, and guidelines from 

international organisations urge practitioners to remain vigilant to patients who display signs and 

symptoms of dementia and advise on how to achieve an early or timely diagnosis [6, 7].  National 

and international public awareness campaigns such as World Alzheimer’s Day, national dementia 

awareness days in many countries, and Dementia Friends aim to reduce stigma and fear of 

dementia, and encourage people to accept and understand the impact of dementia on individuals.   

Many countries, including the UK, have national guidelines for practitioners which set out the 

process of conducting assessments and tests which lead to a formal syndromal and specific disease 

diagnosis of dementia [8].  A structured approach is useful in achieving a standardised process, 

however the step prior to engaging with this system is central to obtaining a diagnosis.  What are the 

factors which inhibit or encourage people to seek a diagnosis of dementia? 

In their systematic review of studies exploring barriers and facilitators to seeking help for a dementia 

diagnosis, Parker et al [9]identified myriad and interconnected barriers which prohibit people living 

with dementia and those who support them from seeking a diagnosis.  Denial, fear, stigma, a lack of 

knowledge of the condition, normalisation, the desire to preserve autonomy, a lack of awareness of 

changes, inadequate or insufficient informal support, and difficulties faced by carers all play a part in 

presenting challenges to diagnosis – with many people facing multiple barriers simultaneously. More 

positively, their identification of facilitators as a way to challenge these persistent barriers relies on 

recognising symptoms of dementia as a problem – rather than ‘normalising’ these as part of the 

ageing process, alongside the importance of a supportive informal network and some prior 

knowledge of dementia and connections or contacts with healthcare services.   

Parker et al emphasised the connections between barriers and facilitators, and how facing several 

barriers combined to compound issues, requiring multiple facilitators to counter those barriers.  It is 

easy to comprehend how a lack of knowledge of how dementia affects individuals, coupled with a 

misunderstanding of signs and symptoms continues to present a significant challenge in reducing the 

fear and stigma of dementia and, may impact on motivations to seek help.  This may be experienced 

in conjunction with practitioners who are unfamiliar with the aspects of the condition and which 

services can offer diagnostics and post diagnostic support.    

The barriers and facilitators identified by Parker et al are complementary to issues raised in the 

systematic review of Robinson et al, which explored the views of people living with dementia and 

family carers about the transition to dementia through diagnosis [10].  Reasons for and against 

diagnostic disclosure; the process of disclosing and receiving a diagnosis; information provision; 

factors influencing disclosure and recall of a diagnosis; and the impacts of disclosure from the 

perspectives of the person living with dementia and carers were explored.  Findings indicated that 

although coming to terms with multiple areas of loss is a key challenge for people living with 

dementia; in general, most people wanted to know their diagnosis, with no apparent long-term 

negative effect on their psychological health.  For family carers, increased responsibilities and 
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becoming the main decision-maker were the main areas of adjustment following diagnosis.  Taken 

together, the findings from these reviews demonstrate the challenges of the diagnostic process and 

post diagnostic support, and present potential ways to address them. 

To reduce barriers to seeking help for a dementia diagnosis, Parker et al suggest multi-faceted 

interventions including those which reduce stigma and empower people with dementia and those 

who support them such as the development of dementia friendly communities.  The COGNISANCE 

programme [11] is a new international project which may play a part in providing more empirical 

evidence to improve the experience of diagnosis and post diagnostic support.  Five countries - 

Australia, UK, Netherlands, Canada and Poland – are working together with people living with 

dementia, family carers, a range of health and social care professionals and international 

organisations to co-design an international toolkit, which seeks to improve the diagnostic process 

and post diagnostic support.  The first stages involve understanding and comparing the current 

experiences of the diagnostic process and post diagnostic support offered in each partner country. 

Generic toolkits will be developed and then tailored to regional needs. Finally, the toolkit will be 

implemented with social marketing campaigns and evaluated for international dissemination.  

In summary, over the last 30 years, some progress has been made around obtaining a dementia 

diagnosis but less with post-diagnostic support. Much still needs to be done not just in low and 

middle income countries which have the lowest rates of diagnosis, but also in higher income 

countries.  Significant, but not insurmountable challenges still exist.  For example, Parker et al 

highlight that some countries have no word to describe dementia.  In Mandarin Chinese, the  literal 

translation is based on two characters which mean “crazy” and “catatonic” [12] or other translations 

from Chinese meaning “stupid, demented elderly” [13].  In Indian languages, words used for 

dementia include “childishness”, “weak brain” or “tired brain” [14]. In sub-Saharan Africa dementia 

is described in a way that perpetuates fear and stigma [15]. In a range of cultures and languages, 

negative words or phrases such as “evaporation” and “second childhood”, perpetuate a lack of 

understanding of the condition and stigma [16].  Encouragingly, emerging changes in understanding 

and language and new definitions may more accurately reflect how the condition affects people 

[17].  

Barriers to dementia diagnosis and post-diagnostic support remain complex but may be overcome 

with a better understanding of these barriers and development of facilitators.  Continued positive 

policy, further research, increasing public awareness of dementia and improvements in support 

services may all play a role in challenging and reducing barriers to achieving a satisfactory dementia 

diagnostic process and post-diagnostic care. 
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