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To Elizabeth, and to every person living with dementia whose voice too oft@es unheard. To the families
who face uncertainty, fear, and heartbreak, navigating a system not ye@ned for their needs. May this
work inspire change, drive accountability, and ensure that dignity, safe compassionate care are never

optional, but a standard for al/@
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Statement of Purpose

“To ensure every person living with dementia receives compassionate, lawful, dignified care, free
from neglect, discrimination, and avoidable harm, through stronger accountability, better training,
and a culture that recognises their humanity above all else.”

Elizabeth’s Wish exists to drive meaningful, lasting change in how care provide erstand,
support, and protect people living with dementia. We aim to transform policy and ice so that
every interaction, whether medical, personal, or emotional, is guided by empathyf{re$§pect, and the

fundamental belief that vulnerability should never diminish a person’s worth. .

Our mission is to amplify the voices of those who cannot always speak% emselves and to

ensure that no dementia patient is ever left unseen, unheard, or unsafe. ’\

The purpose of Elizabeth’s Wish is to turn personal loss into collecti otection. Through this
document, we seek to identify the systemic weaknesses that leave %—nentia patients at risk and
to propose practical, achievable reforms that strengthen safety, ntability, and compassion

across all care settings. \

This work is built on four core commitments:

1. To Advocate for Those Without a Voice :
Ensuring that people with dementia are never di% d, ignored, or labelled as “difficult”

when they are simply expressing unmet needs. ’\\
2. To Strengthen Accountability in Care @
Establishing clearer consequences for neg@ iscriminatory behaviour, poor documentation,
I

and breaches of legal duties including the al Capacity Act, Safeguarding responsibilities,
and professional standards of conduct.

3. To Improve Training and Awarenes
Ensuring that every member of sta Ived in caring for people with dementia receives high-
quality, meaningful training targetgd especially around communication, capacity, safeguarding,
nutrition, and person-centred s .

4. To Protect Dignity, Auto @nd Human Rights
Embedding a culture Wh&\‘ mentia is understood, where legal rights are upheld, and where
a

compassion is not opté | but expected.

document seeks to s @"- a future where dementia patients are recognised not by their condition,
but by their huma d where dignity is guaranteed, not hoped for.

¥
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In honour of EIizabe. d all those who have suffered from avoidable failures in care, this



Section 1 - Introduction

Elizabeth Ann Weedon. My grandmother, a wife, a mother, and a woman whose life was built on
kindness, entered care needing understanding, dignity, and compassion. In , she
encountered a system that failed to protect her at her most vulnerable.

She went into care as a person living with dementia who required patience, r ance, and
support. Yet the most basic elements of care; help with eating, drinking, persgpnal hygiene,
repositioning, and communication, were often withheld or overlooked. She was left
uncomfortable, afraid, and in pain. Preventable pressure sores developed{aMd worsened. Her
needs were dismissed as behaviours, not symptoms. Decisions w ade without her

involvement, and without the legal safeguards she was entitled to. ’\

Her decline was not inevitable. It was shaped, in part, by omissi in care, by a lack of
understanding of dementia, and by a culture that too often forget humanity of those who
cannot advocate for themselves. \Q

As a family, we watched the consequences unfold in real t| e saw how gaps in training,
awareness, communication, and accountability can cause e harm. We saw how easily a
person with dementia can become invisible within a buq@e environment, treated as a task
rather than a human being.

“Elizabeth’s Wish” was born from that experience. %ot simply a document; it is a call for
change.

A call to ensure that no one living with dementig isYeft neglected because they cannot articulate
their needs. §’

A call to ensure that safeguarding is not op@, but instinctive.

A call to ensure that training is not &-box exercise, but a foundation of compassionate
practice.

A call to ensure that accountabili@:lear fair, and centred on protecting those who cannot
protect themselves.

A call to ensure that dignity |&&negotlable

Elizabeth deserved better. person living with dementia deserves better.

This document is cre her name, inspired by her experience, and driven by the belief that
meaningful, lasting c e is both possible and urgently needed.

Her wish was sir&; be safe, respected, and cared for with kindness. Our responsibility now is
to turn that wl\ a reality for all who follow.

1.1 Con g nd urgency

Demen' {S a growing public-health and health-service challenge in the UK. According to recent
estipag here are approximately 982,000 people living with dementia in the UK as of 2024. [1]

3 d alone, by December 2024, around 483,000 people had a formal dementia diagnosis —
a rec® high. [2] These trends indicate that substantially more people with dementia will require
care in NHS hospitals each year, increasing both clinical demand and the risk of harm if care
systems are not dementia-competent. [3, 4]




1.2 Why hospitals matter

Hospitals are frequently unavoidable points of care for people living with dementia — for acute
illness, surgery, falls, delirium, and diagnostic workups. The hospital environment a outines

(unfamiliar surroundings, nighttime noise, rapid staff turnover, task-focused care) orsen
confusion, precipitate delirium, and increase the risk of adverse outcomes such Is, poor
nutrition and hydration, medication-related harm, and longer lengths of stay [5, ]. National

guidance from the National Institute for Health and Care Excellence (NICE) @vother expert
bodies emphasise that hospital settings must adapt to the specific needs of peop ith dementia

to prevent avoidable deterioration [8, 9]. ¢

1.3 Current gaps and harms ~\®

Although guidance exists (NICE guidelines, NHS programmes, and&onal Trust strategies),
evidence from regulators and independent analysis shows incon t implementation across
hospitals. The Care Quality Commission’s recent State of Care g and thematic work has
identified dementia care as an area of concern, highlighting ility in access, quality, and
experience for people with dementia in health and social care %s [10, 11].

The CQC notes record numbers of diagnoses but p nt gaps in service quality and
consistency [11]. Independent health policy analysis and r reporting show many Trusts lack
comprehensive, trust-wide training compliance, and th -clinical staff (porters, domestic staff,
reception) often have minimal awareness training deg@quent contact with patients [12, 13].

These shortfalls contribute to avoidable patient h family distress, inefficient use of hospital
beds, and reputational and financial costs to Trus}s , 13, 14].

1.4 Evidence that training and acco bility work

(environmental adaptations, carer inv ent, board-level leadership, monitoring and audit),
improves process measures and outcomes: better detection and management of delirium,
reduced restraint and chemical sedathen, more appropriate discharge planning, and improved
carer experience and safety outco 15, 16, 17].

There is robust evidence that targeted§ training, combined with system-level changes

governance report measurab rovements [16, 18]. NICE guidance explicitly recommends staff

National programmes and e%ﬁp Trusts that have invested in structured dementia training and
training and organisationakgystems to support person-centred dementia care [19].

1.5 Rationale for Ej eth’s Wish

“Elizabeth’s Wish” brts existing guidance into a consistent, enforceable national framework

focused on four airgb-

1. Competem@nsure all hospital staff have role-appropriate dementia skills (universal
awarene ugh to specialist leadership).

2. Accounighbyjty: Make dementia care an auditable board-level priority with named leads and
clear

3. Tra ncy: Public reporting of training metrics and dementia care outcomes to create
i es for improvement and provide families with information.
4. ership: Make carers and families formal partners in care planning and escalation.

This approach closes the gap between guidance and implementation: rather than rely solely on
guidance and goodwill, Elizabeth’s Wish proposes measurable standards, timelines, and
escalation routes linked to existing regulatory levers (CQC, NHS contracts, ICB performance
frameworks). The policy is designed to be feasible to implement (phased rollout, central training
resources, regional support hubs) and to align with current national commitments described by
NHS England and agencies working on dementia pathways.



1.6 Intended audience and use

This introduction and the wider Elizabeth’s Wish policy are written for:

Department of Health and Social Care and the Secretary of State;

NHS England and Integrated Care Boards (ICBs);

Trust Boards and Chief Executives; O
Care Quality Commission inspectors and policy teams;

MPs, patient-advocacy groups and dementia charities; o

Clinical leads and dementia specialists who will operationalise change. \00

The document supports policy adoption, commissioning changes NHSS rd Contract), CQC
inspection criteria updates, and local Trust implementation plans. §\
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Section 2 - Purpose of the Policy

2.1 Overarching Purpose

The purpose of Elizabeth’s Wish is to establish a national, enforceable, and measu$ystem

that guarantees safe, skilled, and compassionate dementia care across all NHS h Is. The
policy aims to transform dementia care from a variable, locally interpreted o n into a
standardised national expectation, embedded in governance structures, momi d through
evidence-based metrics, and experienced consistently by patients and families.

L 4
In short: \Q

to ensure that every person with dementia who enters an NHS hospital rec% care that protects
their safety, dignity, autonomy, and wellbeing, no matter where they live. \

2.2 Why a New Policy Is Needed @
Despite existing dementia strategies, training options, and quali@iards, there is:

* Inconsistent implementation at Trust level @
+ Variable training completion across staff groups

+ Limited accountability when standards are not met \Q
+ Inadequate transparency for families and carers (b’

* Insufficient board-level oversight in many hospitals, W

+ Fragmented regional leadership through ICBs \\

Elizabeth’s Wish addresses these gaps by cre@g a national, structured, and mandatory
framework that supports Trusts and provides accsuntability where needed.

2.3 The Policy’s Key Intentions S

To ensure equitable standards across@HS hospitals

No person with dementia should re& excellent care in one Trust but unsafe, inconsistent care
in another.

This policy ensures: @
+ Uniform minimum stand ds\

+ Nationally consistent tra%

+ Mandatory reporting

+ Shared framework provement

To make dementi ing universal and mandatory

All staff who j tt with people with dementia, clinical and non-clinical, must understand their
needs.

This policy e@ishes:

* Tiered ihg for all roles
+ Annugffresher requirements

% agland accreditation pathways
9eQ

bring and audit mechanisms
To embed dementia safety into NHS governance

2

Boards, chief executives, and senior leadership teams must treat dementia care as a core patient-
safety priority, not a discretionary initiative.



Elizabeth’s Wish creates:

+ Board-level Dementia Safety Leads
+ Mandatory quarterly reports
« Compliance metrics tied to Trust performance

To empower carers as partners in care @

Families and carers often provide essential knowledge and continuity for erson with
dementia, yet many feel excluded or unheard in hospital settings.

L 4
The policy ensures: \Q

L 4

Formal inclusion in care planning 5\

* Flexible visiting policies

+ Carer escalation pathways

+ Consistent use of personal profiles (“This Is Me” or equivalent)

To create measurable transparency and accountability \\Q
The public and the NHS itself needs clear, easy-to-understa @a.

The policy introduces:

+ A national dementia care dashboard ’\W

+ Trust-level performance reporting \
+ Strengthened CQC inspection criteria %
s

» Improvement notices for Trusts not meeting st§d

2.4 Alignment with National Prioritie
Elizabeth’s Wish supports and strength@m ting system priorities:

NHS England Priorities

Patient safety @

Workforce development Q

Compassionate, person-c are
Health inequalities reductigx

DHSC Priorities

* Quality improveme @
+ Supporting infor ers
+ Greater transparlz%-in health and care services

ICB Priorities\o

+ Standardi quality across regions

* Betteri tion between hospital and community dementia pathways
caQ ty Standards
+ SasCare

Effective care

Responsive services

Involvement of people and families
Workforce competence



Elizabeth’s Wish does not introduce a competing agenda, it serves as a structural mechanism that
helps the system deliver on goals it already holds.

2.5 Specific, Measurable Policy Objectives

These objectives form the foundation for implementation, evaluation, and accountabil@

Objective 1 - Training Compliance O
+ 95% of staff trained to the appropriate tier within 12 months

* 100% of new staff trained within 6 weeks .

+ Annual refreshers for all staff \Q

+ Board-level reporting each quarter . \%
Objective 2 - Dementia Strategy Implementation S

 Trust-level dementia strategies reviewed annually
+ Shared national framework for delivery
+ Audit of clinical processes (hydration, nutrition, delirium prever®Qy" falls minimisation)

Q

Objective 3 - Carer Partnership Standards \Q

+ Carers recognised as partners in care
+ Formal involvement in assessments, planning, and di ge

» Written carer inclusion standards adopted by all Ti

Objective 4 - Governance, Oversight and Repor@
.

+ A named Dementia Safety Lead at each NH t

* Quarterly reporting to ICBs

* National dashboard updated annually

+ Mandatory publication of performanc@omes

Objective 5 - Strengthened CQC Reggulation

» Dementia care becomes a mand2¥Qry inspection domain
* Hospital dementia ratings inclufied in public CQC reports
+ Enforcement actions for s gd non-compliance

2.6 What “Success” @ks Like

A successful implem?@w of Elizabeth’s Wish will mean:

For patients:

» Safer, calmey, @9 dignified experiences
* Fewer faIIs elirium, fewer distress-related incidents

» Care that 2qapts to their needs

Not feeling powerless or dismissed
For NHS staff:

+ Greater confidence in caring for people with dementia



» Reduced stress and fewer complex incidents
+ Clearer guidelines and better leadership support
» More consistent workplace culture

For Trusts:

+ Clearer governance @
» Improved inspection ratings O

* Reduced length of stay and avoidable harm

+ Alignment with national quality requirements

L 4
For the health system: \Q

. o O
+ A measurable improvement in dementia care outcomes \
* Reduced variation between regions S

+ Better use of NHS resources

+ Stronger alignment between hospital and community dementia pai@ys

2.7 The Policy’s Core Purpose, Summarised 3\@

Q

Create a safer, kinder, more consistent NHS environment eople with dementia by embedding
mandatory training, strong governance, carer partne(siff, fnd transparent accountability at every

level of the hospital system. @\\

Elizabeth’s Wish is designed to:

K
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Section 3 - Policy Principles

Elizabeth’s Wish is underpinned by a clear set of core principles designed to guide all operational
decisions, training expectations, governance structures, and cultural change within NHS
hospitals. These principles ensure that the policy is not simply a checklist, but a valg®sgdriven,
person-centred, safety-focused framework that supports sustainable improvement@mentia

care. O

3.1 Person-Centred Care C)

L 4
Every person with dementia must be recognised as an individual with uniql@ds, preferences,
life history, abilities, and communication styles. Care should be tailored, Qo@ dardised.

N

This principle requires:

« Staff to use personal profiles (“This Is Me” or Trust equivalent) as f routine care.
+ Decisions to be made with the person wherever possible, not fi

+ Adjustments in routine to minimise distress and maintain dignh&(
* Recognition of the emotional, sensory, cognitive, and @ onmental factors influencing

behaviour. \Q

3.2 Safety Through Skilled Practice

Safe care for people with dementia depends on co X staff, confident decision-making, early
recognition of deterioration, and compassionate co ication.

This principle is delivered through: % *
+ Mandatory tiered dementia training for all gt roles.

« Competency checks and annual refresh

+ Clear pathways for assessing delirium, ration, pain, falls risk, and sensory needs.
» Accessible clinical guidelines tailored mentia-specific risks.
Safety is not optional; it is a professj and organisational obligation.

3.3 Equity and Consisten

regardless of postcode, Tr®{resources, or local interpretation of guidance.

)

ments.

A person with dementia ihchreceive the same high standard of care in every NHS hospital,

This principle include,

* National training r
+ Standardised de ia care metrics.

+ A unified NHS nd framework for compliance.

« External ov€ through CQC inspection.

. Transparer)cp rting to minimise regional variation.

The aim i liminate the “lottery of care” currently faced by many families.

3. ership with Carers

Carer¥are experts in the lived experience of the person with dementia and must be treated as
essential partners, not visitors or observers.

This principle ensures:

+ Carers’ knowledge informs clinical decisions.



+ Carers are involved in assessments, daily routines, and discharge planning.

+ Trusts adopt dementia-sensitive visiting policies.

» Hospitals provide clear communication channels and escalation routes for carers.
« Carers are respected as contributors to safety, continuity, and emotional wellbeing.

Carer involvement is not optional, it is fundamental to quality care. @

3.5 Dignity, Autonomy, and Human Rights O

Hospital processes can inadvertently restrict freedom and dignity for people wi@ementia. The
policy embeds a commitment to uphold the Mental Capacity Act and the righigQf«very patient.

This principle requires: ~\®

+ Respect for the person’s autonomy and values. S
+ Least-restrictive decision making.
+ Consideration of emotional and psychological impact in care plann@

+ Avoidance of practices that contribute to distress, confusion, o?@&of dignity.
+ Ensuring privacy, choice, and respect at every interaction. \

Human rights are central to dementia care, not peripheral.Q@

3.6 Evidence-Based Care (b’

The policy is grounded in national guidance, best p O f and emerging research.
This principle includes: @

+ Alignment with NICE, CQC, Royal College gui .e, and NHS England priorities.

+ Use of evidence-based tools for screenin
+ Continuous review and updating of traini
+ Systematic auditing of key safety indic

sessment, and escalation.
grammes.

Evidence must shape practice, not hgRit or tradition.

3.7 Accountability and Tra rency

Trusts must demonstrate %D iance, performance, and continuous improvement. Good
intentions alone are insuffigient

This principle requires: b

+ Clear governance
* Board-level overs;j

y through dementia care dashboards.

+ Action plans derperforming Trusts.

AccountabiyNe a driver for improvement, not a mechanism for blame.

3.8 WegrPkforce Support and Culture Change

HiIity dementia care depends on staff who feel supported, respected, and confident—not
overwMelmed or unprepared.

This principle ensures:

+ Protected time for training.
* Psychological and emotional support for staff.



+ Clear escalation pathways and supportive leadership.
+ Recognition that dementia care is a professional skill, not “common sense.”
+ A positive culture where compassionate care is the norm.

Culture change is essential and must be actively led by senior teams.

3.9 Trauma-Informed and Compassion-Focused Practice @

People with dementia often experience fear, confusion, or distress in hospital s. Trauma-
informed care helps prevent escalation, reduce distress, and improve outcomes.

L 4
This principle includes: \Q

+ Awareness of triggers and predictors of distress.

* Minimising environmental overstimulation. S
+ Adopting calm, slow, reassuring communication styles.

+ Avoiding unnecessary interventions that may cause harm. @

« Ensuring staff understand behavioural expressions as cG@nication, not “challenging
behaviour.” \

Compassion is a clinical intervention, not an optional extra&

3.10 Continuous Learning and Improvement (b'

L 4
Dementia care requires ongoing development at ind@,/ team, and system levels.
This principle includes: @

L 4

* Routine evaluation of training effectiveness.
+ Learning from incidents, feedback, and augi§.

+ Sharing best practice across Trusts and .
+ Annual review of strategies and frame S.
* Encouraging staff to innovate and im care.

Improvement is not a one-off projegijt ™ a continuous cycle.

3.11 Sustainability and In ation

The policy ensures improvEme%S are long-term and connected to the wider dementia pathway.

@

This principle includes:

* Integration with co ity, primary care, and social care dementia systems.
+ Consistent hand ocesses.
+ Training that is a ble to workforce changes.

+ Embedding de@n 1a into strategic planning and workforce development.

Elizabeth’s ViiSsgims to create lasting change, not a temporary initiative.

S

Q



Section 4 - Policy and Scope

The scope of Elizabeth’s Wish defines the settings, staff groups, patient populations, and
organisational structures to which the policy applies. Establishing a clear scope ensures that all
elements of the NHS understand their responsibilities and that the policy can be i ented
consistently across the country. The scope also clarifies what is included, what is e&rc‘i, and
how this policy interacts with wider national standards. O

4.1 Settings Covered by the Policy
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This policy applies to all NHS acute hospital settings in England where peopWwith dementia may
receive assessment, treatment, or care. This includes: .

Emergency Departments including Urgent Care Centres and Same D@hergency Care
Acute medical and surgical wards
Frailty assessment units

+ Clinical decision units Q
+ Intensive care and high dependency areas \
+ Outpatient departments @

Day surgery and procedure units
Ambulatory care \Q

Radiology and diagnostic departments (b.

Any environment where a person with dementia in Q with NHS hospital services falls within
the policy’s remit.

Community hospitals, mental health inpatient ugits,” GP practices, and care homes are not the
primary targets of this policy; however, the s rds within Elizabeth’s Wish may be adopted
voluntarily by these settings, and integrati ith community dementia pathways is strongly
encouraged. §

4.2 Patient Groups Within Scop&

The policy applies to any person Ii\@«'th dementia, regardless of:

+ Diagnosis type (e.g., AIzheimer@ascular, Lewy Body, FTD, mixed dementia)

+ Stage of dementia

* Formal diagnosis status re%ngsing that many individuals remain undiagnosed)
« Comorbidities (e.g., delir'b. frailty, learning disability, Parkinson’s disease)

+ Communication abiliti
* Age or socioeconomy

It also applies to e who present with symptoms suggestive of dementia but have not yet
been diagnosed. is critical, as many patients arrive at hospital with cognitive impairment that

has not been K y recognised.

4.3 Staff ups Within Scope

Elizabe ish applies to all NHS hospital staff who may interact with people living with
demg ot solely c