From diagnosis to end of life:

The lived experiences of dementia care and support
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Introduction
This is a short summary of Alzheimer’s Society’s report on the lived
experiences of dementia care and support from diagnosis to end of life.
The report found that people with dementia are not consistently receiving good quality, integrated
care and support that enables them to live well. While there is good practice happening in parts of
the country, we heard many accounts of places where care is failing to provide what’s needed.
We spoke with 75 people affected by dementia to understand their experiences of care and support
from pre-diagnosis to end of life. We also spoke with a range of health and care professionals to
identify the barriers to providing effective care. This evidence was benchmarked against what the
National Institute for Health and Care Excellence (NICE) and the Government say people in England
should receive, as well as the Dementia Statements, which reflect the things people with dementia
have said are essential to their quality of life.
Our research revealed a range of issues facing people across the dementia pathway. It also identified
actions that would create positive change, both locally and nationally, to improve care and support.

Key findings
The results of this research are presented according to four stages
of NHS England’s Well Pathway for Dementia:
• Diagnosing Well
• Supporting Well
• Living Well
• Dying Well.
While prevention is a critical part of the pathway, this report doesn’t focus on Preventing Well.

‘For us, there was no dementia pathway. Everywhere I
turned for help, I felt like I was walking through candy
floss – everywhere I turned I met a sticky end.’
Carer for a person with dementia

190

3

From diagnosis to end of life

Diagnosing well
‘Because he didn’t have a formal
diagnosis, they treated him like
he didn’t have dementia at all.’
Carer for a person with dementia
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Our research found that opportunities to identify dementia early are
being missed. Due to difficulties identifying symptoms – for professionals
as well as non-professionals – people are being misdiagnosed or facing
unnecessary delays. GP training on referral criteria and diagnosis can
also be a barrier to facilitating an early diagnosis, as can the short
consultation time GPs can offer to patients. Success will require new
ways of working within primary care to improve assessment of a
person’s cognitive, mental, physical and emotional wellbeing.
Dementia assessment tools may also have an impact on the timeliness of a diagnosis, as they can
identify who needs referral for specialist assessment. It’s important that appropriate tests are used
to avoid misclassification due to biases, such as age, education and ethnicity. Professionals told us
that diagnosing people from ethnic minorities can be challenging, due to people being concerned
about shame and stigma and not viewing dementia as an illness. During assessments, challenges
included language and a lack of familiarity with the concept of cognitive functions.
For people needing referral, processes can be confusing. People told us they felt daunted about
‘what comes next’ due to a lack of information. There must be a clear referral pathway between
different providers, and written information to help address questions and concerns. Another issue
is variation in the number of people being diagnosed and starting treatment within six weeks of
referral. However, there’s limited data on memory service performance, so assessment of variation
currently relies on ad hoc audits. Regular audits of memory service data and performance would
support the initiation of service improvement projects.
Key to facilitating a high quality and timely diagnosis are the appropriate staffing of memory
services and good referral pathways. This must include occupational therapists to conduct
functional assessments, which are important for non-English speaking communities. It must
also include multidisciplinary meetings between memory service clinicians, neurology and
neuroradiology to facilitate clinical case discussions.

‘It’s so daunting when you get that diagnosis and think “what’s life going
to be like now?”… It’s getting that message across, to get out there –
your life isn’t over.’
Person living with dementia
The way a diagnosis is given has an impact on people’s experiences. But we heard about diagnoses
being given insensitively, focusing on what people can no longer do rather than what they can.
People should also receive a subtype diagnosis (a diagnosis of which type of dementia they
have). This should be accompanied by appropriate, tailored information to support the person to
understand symptoms. A subtype diagnosis can affect future medication, care plans, interventions
and opportunities to engage in, or benefit from, research. However, not all memory services can
view brain scans, which is a barrier to diagnosing a subtype.
Hospitals and care homes also present opportunities to identify dementia. Systems must therefore
be put in place within these settings to facilitate a diagnosis. People with advanced dementia living
in care homes, as well as their families and staff, still benefit from a formal diagnosis. It enables
them to access the appropriate care for their needs, and prompts staff to consider Mental
Capacity Act issues where relevant.
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Supporting well
This chapter looks at a person’s
immediate support needs, up to about
a year after diagnosis.
Our research found that people can feel overwhelmed with
information after receiving a diagnosis. To manage this,
opportunities for follow-up discussions should be an integral
part of the diagnostic process. Consideration must be given
to how this support can be delivered, as often memory services
are commissioned to provide a diagnostic service only.
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Following a diagnosis, access to a care coordinator could significantly
help people navigate the complexity of the health and social care system
to get the right care and support. However, there’s a lack of clarity around
the role of a care coordinator – specifically who does it and what it involves.
This means people may not know who their care coordinator is, and
professionals may not know they are someone’s named care coordinator.
National guidance on this role is essential.
People told us that access to a dementia adviser-type service is also beneficial. It gives them a
single identifiable point of contact with knowledge of, and direct access to, a range of available
local services. However, more work needs to be done to consider availability. To support access, the
service should be integrated within memory services and primary care.
Uncertainty over who should do what in dementia care is a key barrier preventing people from
accessing the consistent care they need. This is clear when people with dementia who need
medication follow a different pathway to those who don’t need medication. The distinction between
care plans that fall under the remit of a GP and care plans that fall under the remit of the local
council can also be confusing. People with dementia will need to access a range of services and
professionals, who will need to access the same care plan. However, people told us they have to
explain their story multiple times to different professionals. Professionals told us they have to try to
piece together disjointed information, which can lead to ‘scattergun’ referrals. There must be more
integration of care and support plans between different services involved in a person’s care.
Advance care planning is an integral part of the pathway. But there are mixed views on when these
conversations should happen, and on whether professionals are trained and comfortable to have
these conversations. As dementia is a progressive condition that affects mental capacity, there
must be a more prominent role for advance care planning within post-diagnostic support. This
should be accompanied by clear levels of responsibility outlined at a local level. These measures
should ensure early, necessary and repeated conversations.
After a diagnosis, people should be offered post-diagnostic support interventions to help them
maintain cognitive function, independence and wellbeing. However, immediate and ongoing access
to this support can be variable. We also heard accounts of inappropriate interventions that weren’t
tailored to individual preferences. The provision of interventions must be reviewed and made more
appropriate and tailored. They must consider age, ethnicity, gender and sexual orientation, and
reflect the diversity of our society.
People should also have access to occupational therapists, who support functional ability and
independent living. We heard positive stories of people feeling supported to improve their ability
to carry out daily living tasks and other meaningful activities after accessing an occupational
therapist. Other Allied Health Professionals (AHPs) can also offer rehabilitation, such as
physiotherapists, dieticians, speech and language therapists and podiatrists. AHP leadership on
dementia, and enhanced dementia awareness for AHPs, are critical to ensure people can access
these therapeutic services but also realise the contribution they can make in developing supportive
self-management strategies.

‘Occupational therapists saved my life when I would have been happy
to drink and eat myself to death.’
Person living with dementia
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Living well
This chapter looks at the period
following initial post-diagnostic
support – we refer to this as around
a year after diagnosis until end of life.
Our research found that people receive limited access
to coordinated, proactive and ongoing care and support.
Follow-up care, particularly from GPs, is not the same for
everyone living with dementia, meaning some people are left
to manage their own condition. Because dementia is a complex
condition, people encounter a range of different services
and professionals that can provide support for different
symptoms. But the route of access to these services is also
complex. A lack of ownership means that people are falling
through the gaps and aren’t receiving the support they need
from the professionals they need it from. There must be
more consistent support throughout the dementia pathway.
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Annual care plan reviews are important. They assess whether people’s
needs have changed and what support is required. But these reviews
aren’t happening consistently, and they’re not matching people’s expectations
of understanding how their dementia is progressing. Future service
design should consider how primary care can be enabled to provide
more appropriate and integrated care. Or it should consider where
responsibility for dementia lies in terms of primary or secondary care.
Inconsistency of follow-up is shown by therapeutic interventions coming to an end. Within a dementia
pathway, few non-pharmacological interventions are provided after the initial diagnosis, or they’re
harder for people to access once they’ve been discharged from the memory service. Initiating more
opportunities within the pathway to access post-diagnostic support interventions, both for people
with dementia and for carers, would help ensure that people who declined the initial offer, or are in
crisis, can access these. People who are in crisis also need access to timely specialist input.
Many people receive most of their support from their primary informal carer. But carers are
struggling to access support services due to inconsistent assessments of their needs. We
also heard that many carers are left to research local respite care services themselves, and an
accessible list of recommended places would be preferable. Formal support for people with
dementia can also help non-professional carers to continue in their role. But having to pay for care
and endure financial assessments can deter people from seeking support. Another deterrent is the
lack of culturally appropriate care, which must be addressed by local authorities.

‘I am constantly having to search for culturally appropriate carers, speak
to the council, and get different healthcare professionals and services
to speak to each other. It all became too much and I had what I would
describe as a nervous breakdown.’
Carer for a person with dementia
While a person can live well with dementia, there will come a time where decisions about more
advanced care need to be agreed. However, dementia care in hospitals and care homes can
be variable. Within hospitals, there are issues with discharge processes and NHS Continuing
Healthcare assessments. Within care homes, there must be access to clinical input to reduce
unnecessary hospital admissions. This includes access to Allied Health Professionals who can
transform health, care and wellbeing. All health and social care professionals involved in dementia
care should be trained to at least Tier 2 of the NHS-backed Dementia Training Standards Framework.
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Dying Well
Because there is much focus on living
well, end of life care for people with
dementia is often overlooked.
This is made worse by a lack of awareness that dementia
is a terminal condition. People told us they struggled to
access palliative care, including end of life care, because
professionals told them that:

▪
▪
▪
▪
▪

the person isn’t nearing the end of their life, they just have
‘good days and bad days’
Alzheimer’s disease is a mental illness, not a physical
condition (this is incorrect)
it isn’t their responsibility
the person already has carers coming to the home
there isn’t enough funding.
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‘In the 13 months from December 2017, when she was first identified for
palliative needs, right up until her death, absolutely nothing was done to
provide mum with the palliative care and support she required.’
Daughter of a person with dementia
People with advanced dementia who are nearing the end of life will have complex needs. They
typically have a high level of symptoms, leading to frequent hospital admissions and in turn high
health and social care costs. Some people with dementia are unable to communicate their symptoms,
which can affect how far they are managed. Action should be taken to manage hospitalisations,
such as better integration of services and the upskilling of care home staff. This should help ensure
that people can access the right services for their needs.
To date, there’s been a strong policy focus on place of death. Preferred place of death is a commonly
used quality marker. Care homes are key to reducing the number of people with dementia who die in
hospital, so more must be done to improve comfort and quality at end of life within care homes. The
number of people dying at home and in care homes is set to increase. There must be an expansion
of capacity, and end of life care training for staff in care homes and in home care services, to sustain
deaths outside of hospital.
Advance care planning enables people to plan ahead and can support healthcare professionals
and families to carry out the wishes of a person at the end of their life. It’s essential that healthcare
professionals providing care to dementia patients in the last stages of life have access to a person’s
advance decisions. They must adhere to the wishes of the attorney with authority to act, if the
person has one.
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Conclusion and
recommendations
Dementia causes complex cognitive
and behavioural symptoms and is
unpredictable by nature.
This means that the provision of appropriate care and
support, across the entire dementia pathway, is also
complex. This has led to significant variation in practice
and a debilitating lack of ownership.
This report showcases the need to drive change, and builds the case for a streamlined dementia
pathway. Local decision-makers, services and professionals are best placed to take ownership of
developing dementia pathways. But these must be underpinned by clear roles and responsibilities
at each stage. Consideration and implementation of the local recommendations should be
coordinated through Integrated Care Systems where they’re already in place.
The recommendations below provide a roadmap for action to improve dementia care, from
pre-diagnosis to end of life. They offer insight from people affected by dementia about what
makes a good pathway and how meaningful change can be implemented.
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National recommendations
The Department of Health and Social Care should:

▪
▪
▪
▪

work with NHS England and NHS Improvement to produce clear guidance on care coordination.
This should include who can do it, what it involves and transition requirements if the care coordinator
changes along the pathway. This should be supported by regular data collection and publication.
review the NHS Continuing Healthcare process to ensure it is fit for purpose for people with dementia.
clearly identify dementia as a terminal condition, and conduct a national review of capacity and
access to palliative care in care home settings. This must include an audit of training for care
home staff, as well as access to out-of-hours support.
establish a National Dementia Observatory that brings together new and existing data. This
must inform wider policy, research and implementation of high quality, effective and evidencebased care and support.

The Care Quality Commission should:

▪

include end of life as a separate entity for inspection within care homes. Evidence of access
to palliative care and personalised care and support planning should be reviewed.

NHS England and NHS Improvement should:

▪
▪
▪
▪
▪
▪

▪
▪

further recognise the growing challenge of dementia, which requires solutions from health
and care. The revised NHS Long Term Plan must make further progress on dementia care
quality and outcomes.
develop and publish good practice guidance for the commissioning of dementia assessment,
diagnosis and ongoing post-diagnostic support.
ensure that all memory services have access to picture archiving and communication systems,
so that memory services can view brain scans.
ensure that people with dementia have a single digital health and care record that is accessible
to all health and care professionals involved in their care. This must include advance care planning.
publish regular, accurate memory service data, including memory service waiting times. It should
also commission an annual national memory service audit to measure performance and initiate
service improvement projects.
add further indicators for dementia on the Quality and Outcomes Framework to include:
– identification of a main carer and the number of carers offered annual access to relevant
NICE-recommended carer interventions
– the number of patients diagnosed with dementia given opportunities to participate in
advance care planning discussions
– the number of people with dementia added to the palliative care register, and who have
been offered a personalised care planning discussion as a result.
ensure that named clinical leads for care homes:
– facilitate dementia assessment and diagnosis to ensure access to appropriate care within
care home settings
– identify people who need advance care planning.
monitor and publish data on the implementation of the Enhanced Health in Care Homes model.
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Local recommendations
While it’s recognised that local pathways need some flexibility, there are
considerations that must be factored into their development. These include:

▪
▪
▪
▪
▪
▪
▪
▪
▪
▪
▪
▪
▪
▪

Each Clinical Commissioning Group (CCG) should have a dedicated dementia lead. They should
be responsible for ensuring the delivery of training to GPs on referral criteria, diagnosis and
personalised care and support planning. Leads must have dedicated time to fulfil this role.
To facilitate dementia diagnosis, particularly complex cases, there must be formalised
arrangements that enable multidisciplinary team meetings between memory service clinicians,
neurology and neuroradiology.
Memory services should have clear referral pathways to enable access to psychiatrists,
psychologists, occupational therapists, social workers, dementia advisers, as well as linguists
and interpreters during the diagnostic process.
Memory services should all include dementia adviser services, with people automatically
referred to the service unless they opt out. There must also be integration of dementia adviser
services within primary care.
All people with a dementia diagnosis should have a named care coordinator. For example, this
could be allocated during the initial post-diagnostic support meeting with the memory service
but could be reviewed within primary care.
Evidence-based, post-diagnostic support interventions should be provided for people with
dementia and their carers. These must be appropriate and tailored, considering age, ethnicity,
religion, gender and sexual orientation.
There should be clarity on where responsibility sits for the initiation of medicines and follow-up
appointments for people with all types of dementia.
People diagnosed with dementia should have access to follow-up opportunities to discuss their
diagnosis and this should be embedded within the local pathway. For example, this could be delivered
through follow-up within primary care by a GP, specialist nurse, dementia adviser, or through
memory services. There must be opportunities to step up care when more support is needed.
Memory services should consider accepting referrals from sources other than primary care,
including social services and patients and carers themselves. This would support access to
timely specialist input, especially in urgent or crisis situations.
There should be support for carers, which includes providing straightforward methods of
booking overnight care in advance, and accessible lists of recommended local respite care
services identified by local authorities.
Appropriate post-diagnostic support interventions and social care services should be provided
to ensure language, communication or cultural needs are met. This should consider projected
future population trends and needs.
There should be ongoing opportunities for people with dementia and carers to access support
following diagnosis.
Local multidisciplinary teams should be formed to assist local care homes. These teams should
include (but not be limited to) palliative care teams, Allied Health Professionals and wider support
services such as dentistry.
Every health and social care professional involved in dementia care should be trained to at least
Tier 2 of the NHS-backed Dementia Training Standards Framework. This must be accompanied
by protected training time, targets for numbers of staff trained and training standards being a
part of inspections by regulators.
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The report also highlights many examples of good practice from across the
country, so that these can be learned from and adapted to local contexts.
For these examples, and the evidence underpinning this summary, see
the full report at alzheimers.org.uk/diagnosis-end-of-life
For more information contact Ella Robinson, Senior Policy Officer at Alzheimer’s Society
by emailing policy@alzheimers.org.uk
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People affected by dementia need our
support more than ever. With your help we
can continue to provide the vital services,
information and advice they need.
To make a regular donation please
call us on 0330 333 0804
or go to alzheimers.org.uk/donate
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