
COUNCIL OF GOVERNORS 

Hybrid Council of Governors’ meeting in public to be held at 16.00 hours 
on 19 April 2023 at the Conference Room, Academic Centre  

and via Microsoft Teams  

No. Time Item Purpose Type Lead 

1 

16.00 

Chair’s Welcome and Announcements Note Verbal Chair 

2 Apologies 

To receive apologies for absence 

Receive Verbal Chair 

3 Declarations of Interest 

Governors are requested to declare any 
interests they have in items on the agenda. 

Note Verbal Chair 

4 Minutes of the Council of Governors’ 
meeting held on 15 February 2023 

Receive 
and 
Approve 

Page 3 Chair 

5 Action Log Note/ 
Approve 

Page 9 Chair 

ASSURANCE and INFORMATION ITEMS 

6 16.05 Chair’s Update Receive 
and Discuss 

To follow Chair 

7 16.15 Chief Executive’s Update Receive 
and Discuss 

Verbal Chief 
Executive 

8 16:25 Capital Programme Update Receive 
and Discuss 

Page 10 Chief 
Executive 

9 16.30 Board Committee Update 

- Finance and Investment
Committee

Receive 
and Discuss 

Page 13 Committee 

Chairs 

10 16.40 Inclusion and Leadership Council Report Receive 
and Discuss 

To follow Chair 

11 16:50 Community Presentation – Alzheimer’s 
Society 

Receive 
and Discuss 

Page 16 

(Appendices:

Page 36) 

Area 

Manager for 

Berks, Bucks 

and Oxon, 

Alzheimer’s 
Society 
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GOVERNORS’ and MEMBERSHIP UPDATE 

12 17:10 Membership and Engagement Manager’s 
Report 

Receive 
and Discuss 

Page 25 Director of 
Corporate 
Affairs 

13 17.20 
 

Lead Governor’s Report Receive 
and Discuss 

Verbal Lead 
Governor 

14 17:30 Healthwatch Milton Keynes – Council of 
Governors’ Report 

Receive 
and Discuss 

Page 30 CEO, 

Healthwatch 

Milton 

Keynes 

 

GOVERNANCE 

15  
 
 

 
17:40 

Motions and Questions from Council of 
Governors 

Receive 
and Discuss 

Verbal Chair 
 

16 Any Other Business Discuss / 
Note / 
Approve 
 

Verbal Chair 

17 Council of Governors Forward Agenda 
Planner 

Receive 
and 
Approve 

Page 35 Chair 

18 Date and Time of Next Meeting in Public 

26 July 2023, 16.00 
 

 
Note 

 
Verbal 

 
Chair 
 

 Close 
 

 
If you would like to attend this meeting or require further information, please contact: 

 
Kwame Mensa-Bonsu, Trust Secretary Tel: 01908 996234. Email: kwame.mensa-bonsu@mkuh.nhs.uk 
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Minutes of the Council of Governors’ meeting held in public at 16.00 hours on 
Wednesday 15 February 2023, in the Conference Room at the Academic Centre 

and via MS Teams 
 
 

 
1 Welcome and Announcements 

 
1.1 The Chair extended a warm welcome to those attending the meeting, particularly Mark Versallion, 

newly appointed Non-Executive Director and Laura Price from Age UK Milton Keynes.  AD advised 
that Andrew Buckley, Milton Keynes Business Leaders Representative would be standing down and 
she thanked him for his contribution to the Council of Governors.   Discussions were underway to seek 
his replacement. 
 

2 Apologies 
 

2.1 Apologies were received from Niran Seriki (Public Governor), Clare Hill (Public Governor), Stevie 
Jones (Staff Governor), Ann Thomas (Public Governor).  Apologies were also received from Ganesh 
Baliah (Associate Non-Executive Director), Precious Zumbika-Lwanga (Associate Non-Executive 
Director) and Heidi Travis (Non-Executive Director) 
 
 

Present 
Alison Davis Chair (AD) 
Babs Lisgarten Lead Governor  (BL) 
Baney Young Public Governor (BY) 
William Butler Public Governor (WB) 
Tracy Rae Staff Governor (TR) 
Shirley Moon Public Governor  (SM) 
  (CM) 
Pirran Salter Staff Governor (PS) 
Yolanda Potter Staff Governor (YP) 
Keith McLean Milton Keynes Council Representative (KM) 
Maxine Taffetani Healthwatch Milton Keynes Representative  (MT) 
   
In Attendance   
Joe Harrison Chief Executive Officer (JH) 
Terry Whittle Director of Finance (TW) 
Kate Jarman Director of Corporate Affairs (KJ) 
Yvonne Christley Director of Patient Care and Chief Nurse (YC) 
Bev Messinger Non-Executive Director  (BM) 
Gary Marven Non-Executive Director  (GM) 
Mark Versallion Non-Executive Director  (MV) 
Dr Dev Ahuja Non-Executive Director (DA) 
Jason Sinclair Associate Non-Executive Director (JS) 
Laura Price Director of Home & Hospital services,  Age UK MK    (LP) 
Kwame Mensa-Bonsu Trust Secretary (KMB) 
Julia Price Senior Corporate Governance Officer (JP) 

MILTON KEYNES UNIVERSITY HOSPITAL NHS FOUNDATION TRUST 

COUNCIL OF GOVERNORS’ MEETING 
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3 Declarations of Interests  
 

3.1 There were no new declarations of interest received in relation to the items on the agenda. 
 

4 Minutes from the Council of Governors meeting held on 5 December 2022 
 

4.1 The minutes from 5 December 2022 were approved as an accurate record of the meeting. 
 

5 Matters Arising/Action Log 
 

5.1 The action log was reviewed and updated as follows. 
  
Action No. 15 – Task and finish group 
The Terms of Reference for the Appointments Committee was on the agenda (Item16) and once the 
workflow chart which was being developed by the HR Team was finalised, KMB would coordinate the 
first task and finish group meeting.  Open 
  
Action No. 16 – Rollout of MyCare portal 
On JB’s behalf, AD advised that there had been some delays with the patient portal and a kick-off 
meeting with the provider, Zesty, was planned for the end of February.  The lead time was estimated 
to be around 21 weeks.  Open 
  
The progress made in relation to the actions on the Action Log was noted. 
 

6 Chair’s Report 
 

6.1 
 

In addition to the reports presented which included the report from January’s Trust Board meeting, AD 
reported the following. 
 

1. She would be joining CH on a ward trolley round in March and she urged colleagues to get in 
touch with CH to accompany her in future. 
 

2. The Chair of Oxford University Hospitals had been due to visit the Trust but had unfortunately 
had to cancel.  The visit was rescheduled for March and AD would feed back the outcome at 
the next Council of Governors meeting. 

   
The Council noted the Chair’s update. 
 

7 Chief Executive’s Update 
 

7.1 JH reported a small reduction in the number of patients attending A&E since pre-Christmas record 
numbers across the country and the organisation was maintaining a position in the top quartile for  A&E 
performance.  The Trust was also performing well for waiting times and handover delays compared to 
the rest of the NHS.  There were also fewer patients in hospital with Covid and flu although the 
equivalent of three extra wards, relative to baseline funding levels, remained open.   
 

7.2 National strikes continued and the Royal College of Nursing had recently announced a further three 
days of strike action in March.  To date, the Trust had not been significantly impacted by action from 
any professional group, but JH reported that the mood of the workforce reflected the overall mood of 
the different groups across the NHS.     
 

7.3 Construction of the radiotherapy building was progressing well and was expected to complete by the 
Spring of 2024.     
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7.4 JH advised that he had been appointed as National Director for Digital Channels, partly in recognition 
for how well the hospital had addressed the digital agenda.  Endorsing this appointment, AD 
acknowledged the benefit to the organisation this would bring. 
 

 The Council noted the CEO’s update. 
 

8 Capital Programme Update 

8.1 JH highlighted the following from the report. 

 

1. The issues with the multi-storey carpark opposite Main Reception (MCSP1) were progressing. 

2. The endoscopy work at the Whitehouse Health Centre was concluding. 

3. Bay fronts had been fitted in Wards 15 and 16 as part of a trial to reduce noise, particularly at 

night, which had been flagged generally and in patient surveys as an issue for patients for many 

years.  This measure had not resulted in any operational issues and work was in train to 

establish if patients felt it had had a positive impact. 

4. Funding had been granted to replace the old windows and doors in Phase 2 as part of the 

continued approach to reduce the hospital’s carbon footprint.   
 

8.8 The Council noted the update. 

 

9 Board Committee Update – Audit Committee 

9.1 GM, Audit Committee Chair, expressed the opinion that the Trust’s processes and systems were robust 

and the report referenced the evidence for that opinion.  Namely, through external and internal audit 

reports, committee meetings and deep dives which could be triangulated through questioning 

executives and through ward visits.  He highlighted the ongoing work around risk reporting. 

 

9.2 MT asked what the difference was between substantial and reasonable assurance.  It was explained 

that this related to the scoring system of low, medium or high, used by Counter Fraud and Internal 

Audit when making recommendations based on their research looking at areas for improvement.  It 

was confirmed that reasonable was deemed good assurance 

9.3 AD asked that once all the sub-committee summary reports had been presented, the governors provide 

feedback on whether they had found them to be useful. 

 

 The Council noted the update 

 

10 Inclusion and Leadership Council (ILC) Report  

10.1 AD advised that the ILC agenda was adjusted in January to enable the meetings to become more 

interactive, encouraging greater input from the Networks and reflecting their ongoing work.   Items from 

Trust Board meetings would also be included in future.   

 

10.2 In response to a question from SM, AD advised that the purpose of the ILC was to provide a platform 

for suggestions for improvement from the perspective of both staff and patients, and as staff 

representatives, to guide the Board to areas of focus important to them. 

 

10.3 WB requested more detail around staff frameworks cited in the report and AD responded that this was 

aimed at developing governance and consistency amongst the Networks.  She added that she would 

like them to present some of the projects being undertaken.    

 

 The Council noted the report 
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11 Community Presentation – Age UK Milton Keynes 
 

11.1 LP explained that she had worked for Age UK MK for 19 years.  The charity began in 1978 as Age 
Concern before merging with Help The Aged.  It is an independent charity receiving no funding from 
their brand partner, Age UK, with all funds raised were directly benefitting the people of Milton Keynes.  
There were various funding sources and 50% of its income came from the eight retail shops in Milton 
Keynes.  LP highlighted the furniture store in Kiln Farm.   Support was primarily directed at people 
aged 55 and over although the average age was 82.  The charity did not undertake personal care but 
offered practical support and chargeable services included shopping, cleaning and gardening.  There 
are 140 staff and 350 volunteers.  Age UK MK’s main office is based in Peartree Bridge with a satellite 
office in the hospital’s main entrance, co-located with Carers MK.    
 

11.2 The charity offers a hospital aftercare service and works closely with the frailty team, social workers, 
geriatricians, discharge coordinators and other community services involved in getting and keeping 
patients at home.  This includes moving beds in patients’ houses, installing key safes and transporting 
around 100 patients a month from hospital to home.  The charity operates seven days a week from 
8am to 8pm and participates in various groups such as those involved in developing the virtual wards.  
Through involvement with the patient experience board the charity was able to encourage the hospital 
to address the issue of patients leaving hospital inappropriately dressed.  Additionally, the charity was 
able to support the hospital’s initiative to reuse walking aids and now collects these on behalf of the 
hospital at their offices and at the Kiln Farm outlet. There is a very good working relationship between 
Age UK MK and the hospital developed over many years.  LP explained that the aftercare service had 
been commissioned by the Integrated Care Board (ICB) for the last four years but that from April it 
would be commissioned by the local authority under the MK Deal although the two year contract had 
not been finalised.  The charity works with five of the seven primary care networks (PCNs).  In response 
to a question from MV, LP explained that the two PCNs outwith the charity’s support are Watling Street 
which is now a private facility and does not outsource this care, and East MK who signpost to Age UK 
MK and do not have an inhouse link worker. 
 

11.3 In response to a question from BY, LP reported that she was comfortable that over 18s were being 
adequately supported, given the good presence of the charity on the wards with literature and through 
talking to patients and staff.  In terms of measuring success, LP advised that it was possible to 
demonstrate the number of patients the charity had transported home but she did not have access to 
the information regarding the number of bed days saved.  AD agreed to establish the impact of the 
charity’s work through the ICB.  WB commented on the challenges of measuring the social value of 
the voluntary sector’s contribution to health.  Additionally, he suggested that the Integrated Care 
System’s (ICS) approach needed to change, highlighting the recruiting challenges for the charity 
associated with short contracts.  It was hoped that under MK Deal, this would be recognised and 
addressed. 
 

11.4 KM asked about the percentages of volunteers and staff taking patients home and LP advised that 
volunteers were not involved in this aspect.   
 

11.5 In response to a question from GM over whether the hospital was making the best use of the services 
the charity offered, LP responded that currently a lot more patients were being taken home via booked 
transport and she planned to discuss this with the Trust Lead for Patient Discharge.   
 

11.6 MT commented that the presentation demonstrated the crucial role Age UK MK plays, operating a 
diverse number of services, integrating with voluntary and health and social care partners.  AD thanked 
LP for the presentation. 
 

 The Council noted Age UK MK presentation. 
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12 Membership and Engagement Manager’s Report 
 

12.1 KMB reported that in January, Lui Straccia (Membership and Engagement Manager), Idrees 
Mohammed (Equality, Diversity and Inclusion Lead) and he had visited various faith communities and 
discovered that they were following in the footsteps of other departments and individuals such as the 
Research & Development Department.  It had therefore been decided to develop a more coordinated 
approach.  AD advised that she had been holding discussions with local universities which could lead 
to more engagement opportunities.  MV suggested contacting local groups such as history societies 
and KM advised contacting Community Action: MK and the Community Foundation.   
  

12.2 The Council noted the report. 
 

13 Lead Governor’s Update 
  

13.1 Following the non-executive and associate non-executive director recruitment, BL extended a warm 
welcome to MV, GB and PLZ.   She advised that following a meeting with AD and MT last week, she 
had been reflecting on the role of a hospital governor and felt that the main focus should be improving 
outcomes for patients by interacting with other governors and non-executive directors, scrutiny of board 
reports and asking questions.  With this in mind she was looking forward to the governors away day 
on 28 February  2023. 

13.2 In response to comments from SM regarding the patient story shared at Trust Board in terms of learning 
and improvement, YC advised that the structure around the patient story was being developed and 
she would like patients to communicate their own stories going forward.  She added that the Freedom 
To Speak Up champions had identified a group of patients who would be happy to share their stories 
in public.  MT reported that a patient had recently shared their story at the Integrated Care Board in 
the public part and returned in the private session to discuss it further with the Board.   

The Council received and noted the report. 

14 Healthwatch Milton Keynes (MK) – Council of Governors’ Report 
 

14.1 
 

MT acknowledged that Healthwatch had been very active prior to the pandemic but had struggled to 
regain ground since.  The Patient Advice and Liaison Service (PALS) was operating extremely well 
and she noted that the hospital actively encouraged patients to share their views.  Those approaching 
Healthwatch were generally seeking advice and support over quite complex cases which would not be 
appropriate to share with the Council of Governors.  Therefore, MT proposed that her role focused 
more on the patient experience reports shared at Trust Board seeking to triangulate these with general 
feedback received by the Governors.   MT also suggested holding a virtual session in the summer for 
Healthwatch and the Governors, part of which would involve supporting them to connect with their 
communities.  
 
The Council noted the report and approved the proposals put forward by MT. 
 

15 Draft Council of Governors Terms of Reference  
 

15.1 WB welcomed the changes in purpose to the Terms which he felt brought clarity in leadership, avoiding 
conflict with other parts of the system.  However, he sought clarity over ICS representation and whether 
the term of office would be the same as other governors.  KMB explained that it was currently not 
known whether there would be any ICS representation or what form this would take.  AD agreed to 
revisit this with the Chair of the Integrated Care Board, Rima Makarem. 
 
Action: AD to discuss ICS representation on the Council of Governors 
 

15.2 It was further suggested that an appendix be added to the Terms detailing how attendance would be 
monitored and non-attendance managed, cross-referenced to the Trust Constitution. 

7 of 189



 

 6 

 
The Council approved the Terms of Reference subject to the above suggestions 
 

16 Draft Appointments Committee Terms of Reference  
 

16.1 WM highlighted that the Terms of Reference did not detail how members of the Committee would be 
selected.  KMB advised that until now volunteers had been requested but he would discuss this aspect 
further with AD. 
 
The Council approved the Terms of Reference subject to the outcome of the above discussion. 
 

17 Motions and Questions from Council of Governors 
 

17.1 A member of the public asked what the Trust was doing to address the lack of beds for children and 
young people who self-harm as there was a severe shortage.  KJ acknowledged that the whole mental 
health sector was struggling and she advised that the Trust was working with partners such as CNWL 
to find a solution.  YC added that this was an important aspect of care with the child and family at the 
heart of discussions over individual cases held at executive level.  It was acknowledged that a new unit 
was being developed in Luton as there had previously been no provision for these children in 
Bedfordshire.  AD agreed to feedback on progress at the next meeting. 

Action:  AD to establish and feedback on progress with paediatric mental health provision in 
Bedfordshire. 

18 Any Other Business 
 

18.1 
 

None 

19 Draft Council of Governors Forward Agenda Planner 
 

19.1 
 

SM requested that details of the PLACE audit be added. 

20 Date and Time of Next Meeting  
 

20.1 Wednesday 19 April 2023 at 16:00. 
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Updated: 20/02/23

Action 

No.

Date 

added to 

log

Agenda 

Item No.

Subject Action Owner Completion Date Update Status Open/ 

Closed

15 26-Sep-22 4.1 Chair's Report Task and finish group to be formed to 

agree a fair and transparent NED 

recruitment process

AD 19-Apr-23 Open

18 5-Dec-22 14.4 Healthwatch Milton Keynes 

(MK) - Council of Governors' 

Report

Update on the rollout of the MyCare portal John Blakesley 25-Oct-23 Open

19 15-Feb-23 15.1 Draft Council of Governors 

Terms of Reference

Update on ICS representation on the 

Council of Governors

Alison Davis 19-Apr-23 Open

20 15-Feb-23 17.1 Motions and Questions from 

Council of Governors

Update on progress with paediatric mental 

health provision in Bedfordshire

Alison Davis 19-Apr-23 Open

Council of Governors Action Log
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Meeting Title Council of Governors Date: 19 April 2023

Report Title Capital Programme Board: March 2023 Agenda Item Number: 8

Lead Director John Blakesley, Deputy Chief Executive 

Report Author John Brierley, Head of Capital Projects 

Introduction Progress of each project summarised in the key points and key milestones, 
issues, and risks for each project. The programme for each project has been 
reviewed by the Capital Programme Board (CPB) membership.  

Key Messages to Note Refer to Project Status Gantt Chart Appendix A). 

Programme Risks   
Key Issues and Project risks were reviewed. Significant risks are as follows: 
MSCP1  

• Agreement of funding required to MSCP 1 to address deterioration of top
deck finish and internal finishes.

• Contract risk with regards defects may affect the Trust ability to recover the
cost of the next phase of works.

• Operational risk from reduced spaces available once repair works are
underway.

Mammography Room 1 & Breast Care Phase 2 
• No significant issues

Staff Rooms 
• No significant Issues

Ward 15 – 16 Bay fronts 
• Complete

Whitehouse - Endoscopy 
• Decontamination refitting works at MKUH will disrupt services.
• Risk to compliance with JAG accreditation with the compromised layout of

the unit at Whitehouse.
• OUH Renal Unit contact works between June and September 2023 will

disrupt clinical services.
Roofing & PV 

• No significant issues
Therapies SSHC 

• Lease to be confirmed before proceeding.
Pathology Offices 

• No significant issues
NNU & Ward 10 

• No significant Issues
Urology Investigations Unit 

• Clarity of clinical brief and equipment needs to be established to inform
design and the business case finances.

Recommendation 
(Tick the relevant box(es)) 

For Information For Approval For Review 

Strategic Objectives Links 
(Please delete the objectives that are not 
relevant to the report) 

1. Keeping you safe in our hospital
2. Improving your experience of care

X 
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9. Expanding and improving your environment
10. Innovating and investing in the future of your hospital

Report History This report was presented to Trust Executive Committee on 8 March 2023.  
The Capital Programme Board reports to the Executive Directors and Trust 
Executive Committee in order that both committees are updated on the 
progress of the major schemes identified within the BAU Capital 
Programme. Next Steps Minutes are reported to the Executive Directors and Trust Management Board 
each month. 

Appendices/Attachments Capital Programme Board:  
Appendix A: Programme Status Gantt Chart – February 2023. 
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BAU CAPITAL PROGRAMME UPDATE 

(TEC BOARD PAPER APPENDIX A)

Project Apr May Jun Jul Aug Sep Oct Nov Dec Jan Feb Mar Apr May Jun Jul Aug Sept Oct Nov Dec Jan Feb Mar

MSCP Latent Defects G

Breast Unit Redesign Phase 2 G

Staff Rooms G

Ward 15-16 Bays G

Whitehouse - Endoscopy G

Roofing & PV A

Therapies SSHC A

Pathology Offices A

NNU & Ward 10 A

Urology Investigation Unit A

SE- Radiotherapy G

SE- NHP A

SE- Eye Clinic G

SE - SMART ED R

SE - Imaging G

SE - Theatre Phase 1 G

SE - Salix Heat Decarbonisation
G

          KEY

Capital Business Case Development

SOC

OBC

FBC

Approvals/ Lead In

Approved programme

Programme Delay

Programme Delay

Grant Funding has been awarded to  remove fossil fuel heating from our Phase 2 Estate.  Works are 

commencing at pace to develop the design and commercial packages to enable delivery in FY 23/24.   

Overall 

RAG

 Rating

2023-242022-23

Business case carried forward to FY24 pending lease issues

Portacabin works complete and decant arranged for 24/2. Internal works to commence on 27/2.

Enabling bid outcomes anticipated now in February /March 2023.   

No further update. 

23 February 2023

Ward 10 works complete. The decant of clinical services has not taken place.

Delivery of inverters now not anticipated before May 2023. 

Radiotherapy continues on site with weekly concrete pours forming the bunker.  The main steelwork is 

due to arrive on site in mid- March and the noisy works are being co-ordinated with the Cancer Centre to 

minimise where possible the impact on operational activities.   Challenges around M&E cooling loads are 

being worked through by the design, contractor and project team. 

Central Team have advised that there will be announcements on next phase of the programme by 24th 

March 2023.   Feedback is being given from central teams on current status of Demand and Activity 

Models,  and is planned for Hospital 2.0 and the Minimum Viable Product build up.  Worstreams are 

continuing to develop their areas in preparation and readiness for OBC within programatic constraints. 

Lease discussions are ongoing with a view to completion of the lease by end fo March 2023.  Team is 

mobilising to define scope,  project management and appoint a design team and contractor partner. 

A visit to L&D has takent place to understand the complexities of managing a refurb in a live 

environment.  Further scoping and visits are planned  to understand best practice.  

Legal Advisors are to provide update on documentation review progress at end of February. Not expected to be 

completed at that stage.

Phase 2 works underway on an 18-week programme. FY23 spend on target.

Works continuing to programme. Change of use in Ward 12 needs decision on additional funding

Final Account Agreed. Project tab to be closed.

Final Technical Commissioning undertaken. PMG Commissioning to be completed once secure delivery of O2/N2O2 

for pressure testing can be organised. Equipment delivery commenced. Dispensers delivered and to be fitted. 

Outline design work commenced following briefing meeting on 16/2. List 

of transferring and new equipment requested from clinical team. This is 

critical to inform design of rooms particularly Air-handling regime and 

power & data requirements.

Capital Projects Board 22-23 Master copy 1/1 Programme Overview
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Meeting Title Council of Governors  Date: 18 April 2023 
 

Report Title Annual Assurance Report – Finance 
and Investment Committee  
 

Agenda Item Number: 9 
 

Non- Executive 
Director  
 

Heidi Travis, Non-Executive Director 
 
 

Report Author Heidi Travis, Non- Executive Director 
 
 

 

Key Messages to Note 

A. Annual Review. Financial Year 2022/23 
The Committee  

• The Finance and investment committee met monthly in 2022/23 

• The Committee receives and reviews the monthly financial report and other performance reports and 
documents to enable it to have oversight and assurance. During 22/23 the Finance Director and 
team introduced summary notes for each item in the finance report giving focus to the key matters, 
enabling the committee to challenge, support and gain assurance even more effectively 

• This report reviews the meetings of Financial year 2022/23 which includes reporting to the committee 
of year end 2021/22 

• The committee has received focussed and timely reporting and closure against actions in the log. 

• The committee has developed forward meeting planning to allow the committee members to prepare 
and allocate time for important discussions and decisions ie business cases 

• Committee received reporting with highlights on the Performance report from the 4th quarter to further 
develop focus on financial risk and assurance at this committee. F&I seek assurance on the Trusts 
finances driven by equality of access and safety. 

• The committee reviewed Terms of reference for formality of reporting lines from the committee to the 
Board and Council of Governors. 

 
Financial Plan 2022/23 

• First submitted on 17th March ’22 with final plan due to be submitted 28th April ’22, this included draft 
financial plans, activity plans and workforce plans. The original target was breakeven with income 
projected as flat, and efficiency targets and non-recurrent funding offsetting inflationary uplifts of 
approx £19m. The efficiency target was agreed as £12m. As Covid pressures continued through year 
end (March 22) and with inflation becoming more unpredictable the Finance Director and team 
reported to committee that these presented a substantial risk to the plan. It was agreed to amend the 
plan and submit a deficit of £8.9m. The team continued to meet with the CFO of NHSE and the 
accountable officer for the ICB and further funding was offered to recognise potential surges of covid, 
seasonal operational pressures and unfunded pay awards which presented a risk to the Trust 
achieving its target. The agreed breakeven plan would require savings and funding from the Trust. 
 

• Risks to the plan; The committee reviewed and the discussion was held at Board about the 
considerable risks to achieving the plan; These are stabilisation of non elective service demand, 
provision of relief on planned ERF, management of inflationary pressures and continued workforce 
availability. The committee had noted that the value of the non-recurrent funding and mitigations 
included in 22/23 would have an impact on delivery of a balanced financial plan in 23/24.  
 

• Elective recovery funding; It should be noted that during the year the NHSE conditions for 
additional funding changed. Despite being in the top 2-3 Trusts in the region and having delivered 
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100-102% of 2019/20 activity the anticipated elective recovery funding was withdrawn in October ‘22. 
This presents the Trust with the need to fund 2022/23 and presents an even greater challenge for 
2023/24. The F&I committee recommended this risk be raised and discussed at Board.  

• The Finance team reviewed the underlying position of the Trust post Covid (£15m), this means there 
is even greater uncertainty in 22/23.  

 
 
Capital 

• CDEL 22/23 was £17.6m with additional allocated Feb ’23 totalling c.£24m 

• The committee is assured that the Trust remains successful in accessing additional monies and is 
strategically agile in developing the estate, this can be seen with the developments that continue to 
be delivered across the Trust. 

• The Major bed replacement scheme was carried forward from 21/22 to May ‘22 

• The allocation to cover depreciation had to be challenged as the initial allocation was not acceptable 
for 2022/23, this is due the Trusts level of investment in the estate compared to its relative size. 

• The committee is assured that the Trust delivers a very positive approach for investment in the 
estate especially when having to maximise the opportunities of capital monies which are often not 
released until very late in the financial year.  

 
Items to committee during the year 2022/23;  

• The committee received assurance on timely supplier payments and the finance team met regularly 
with NHS shared services and reported to the committee.  

• The Finance team and internal audit carried out a nationally mandated financial sustainability self 
assessment. The team scored their activity conservatively with an overall average 4+ out of 5. The 
team reported to the committee that documenting processes/activity would further increase the 
score. The committee were very assured by this level of achievement and that this was a fair and 
measured assessment. 

• The finance team also completed the self assessment for NHS future focussed finance (FFF) level 1 
accreditation. They were confirmed as achieving this later in the year. Well done to the team. 

• The Committee reviewed pay enhancement and pay profile trends and their principle drivers. 
Following the initial report about enhanced bank rates the committee asked for further analysis of the 
data. The committee was assured that the enhanced rates contributed positively to sustaining shift 
cover and the well being of other permanent staff. 

• The committee reviewed membership when 2 members had to step away for work/personal reasons. 
New members have joined the committee in February of 2023. 

• Lessons learnt on the dermatology service contract management were received and discussed at 
committee. 
  

 
Business cases to F&I during the year 22/23; 

• Dermatology services. Integrated Dermatology 12 months for recovery of accrued backlog and 3 
year substantive for ongoing provision. 

• Radiotherapy- Outline case received Sept ’22. Partners NHSE, Oxford Hospital and specialist 
commissioners. Staffed and provided by OUH and OUH funding equipment. Approved and 
recommended to Board. 

• Type 2 diabetic wearables. Approved March ’22 and recommended to Board. 

• Ward 24 lease extension of 2 years with rental reduction. Approved and recommended to Board. 

• Cerner EPR contract extension of 3 years to May ’28. Approved and recommended to Board. 
• New Payroll provider, East Lancs financial services, with an enhanced quality of service. Approved 

and recommended to Board. 

• International nurse recruitment- 125 WTE. Noted that these nurses would require induction to 
achieve their OSCEs. Approved and recommended to Board. The committee agreed that retention 
rates would be assessed in the business case review. 
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• Maple Centre revenue business case update. Noted; opening hours extension, Increased floor area 
costs, and a limited amount of enhanced clinical service model. Received October ’22 and 
recommended to Board. 

• Community diagnostic centre. Ophthalmology at Lloyds Court, and Endoscopy service enhancement 
at Whitehouse Park. Approved for capital bids. 

• Cognitive contract management pilot was noted 

• GENMED. Pathology reagents and equipment 1 year extension. Approved and recommended to 
Board. 

• Breast Care unit. Approved and recommended to Board. 

• Car Park business case reviewed and approved.  

• Finance and accounting contract renewal for 5 years with NHS SBS. Approved and recommended to 
Board. 

• Award from Salix for heat decarbonisation phase 2. With commitment of capital from Trust. Approved 
and recommended to Board. 

• Electronic roster system with Allocate. Endorsed for contract negotiations.  
 
 

B. Risks/concerns (Current or Emerging) identified; 
The Finance risk register; 

• Reviewed annually or as risk identified and raised. There are currently 11 risks 3x16, 1x15, 2x12, 
1x9, 4x6.  

• Added during the year was; ‘Shared business services responding to supplier payment queries’.  
• Increased during year 2 risks; ‘Insufficient capital’ and ‘Future Funding’.   
• Several risks had descriptors or controls updated Nov/Dec.  

• Closed risks during the year; ‘Lack of control due to covid’, ‘Brexit affecting supply chain’, and 
‘Appointment of new audit partner’.  

• These were all highlighted and discussed at committee.  
 
 

Board Assurance Framework -Finance risks. (Score shown out of maximum of 25) 

• The finance risks that are on the BAF are reviewed quarterly. The Finance team has assured the 
committee that risk updates include removing risks that are no longer required.  

• Risk No14 -Investment in IT/IT failures; The Cyber security risk was increased early in the year as 
the war in Ukraine and sanctions on Russia increased the risk, the committee were assured that this 
was mitigated with additional posts. Current 15 target 10. 

• Risk No15 -Insufficient capital funding; was decreased early in year but has now increased due to 
changes in funding regime. Current 16 target 9. 

• No16 -Future NHS funding regime/To enable Trust to meet financial targets; this risk was increased 
during the Summer due to impact of inflationary pressures or identified levels of required savings and 
funding. This remains a significant risk entering 23/24. Current 16 target 8. 

• 2 risks were removed from the BAF in year; No13 CDEL allocation, and No18 neonatal space.  

• Committee recommended discussion at Board of the financial impact of overall increases of waiting 
lists. This was discussed at Board for impact both financially and operationally and how to ensure 
equality of access and safety.  

• The committee agreed with the executive recommendation for protected time to prioritise focus on 
the Better Value savings programme, it was recognised this would be a challenge but the executive 
were supportive. 
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Dementia in Milton Keynes

• There are currently 1791 people 
with a diagnosis of dementia in 
Milton Keynes.

• It is estimated that there are actually 
2670 with dementia, giving a 
diagnosis rate of 67.1%

• It is estimated that by 2030 people 
with dementia living in Milton 
Keynes will have more than doubled 
to 4242

• Reference NHS digital and Alzheimer’s Society MODEM Data

• The annual cost of dementia care in 
Milton Keynes is £113 million.

• This is expected to rise to £213 
million by 2030.

• By 2030, unpaid carer’s will be 
contributing approx. £70 million in 
dementia support, and 30% of 
unpaid carer’s spend more than 100 
hours providing care.

• Reference NHS Digital and Fingertips: Public Health Data
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Dementia and hospital 
settings

Alzheimer's Society | Council of Governors 3

• 31% of admissions are for one day or less.

• Readmissions of a person with dementia are 62% (vs 51.5% of the 
general population)

• The costs of caring for a person with dementia in hospital is 
approx. 15% higher than patients without dementia.

• The cost to the NHS of admissions of people with dementia was 
calculated between 2015-2020 totalled almost £1 billion. By 
preventing short stay admissions, £326 million could have been 
saved over 5 years.

• Reference National Schedule of NHS Costs 2019/2020, Alzheimer’s Society Left to Cope Alone,  Hospital Episode Statistic Data.
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Who we are

Alzheimer's Society | Council of Governors 4

• In Milton Keynes, Alzheimer’s Society have two 
commissioned services:

Dementia Information and Support Service (DISS)

Dementia Friendly Communities
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Dementia Support (DISS)

Alzheimer's Society | Council of Governors 5

• Dementia Advisors are trained to offer support, guidance and 
information about all aspects of dementia or caring for a person with 
dementia.

• This can include understanding your symptoms, reducing isolation, 
accessing benefits and assessments, discussing plans for the future.

• Dementia Advisors can also signpost to partner organisations and 
charities for help and support. 

• Email: miltonkeynes@alzheimers.org.uk

• Tel: 01908 232612
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Dementia 

Support

Alzheimer's Society | Council of Governors 6

• 4 Dementia Advisors 
deliver Dementia 
Support to the 
residents of Milton 
Keynes who have a 
diagnosis of dementia 
or are caring for a 
person with 
dementia.
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Dementia Friendly 
Communities

Alzheimer's Society | Council of Governors 7

• 1 full time Dementia Friendly Community Coordinator

• Dementia Friendly Communities focuses on improving 
inclusion and quality of life for people with dementia. 

• The DFCC engages regularly with Thames Valley Police, Parish 
Councils, leisure centres, MK Council etc.

• You can become a dementia friend at 
www.dementiafriends.org.uk
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Alzheimer’s 
Society

Alzheimer's Society | Council of Governors 8

• National Dementia Support 
Line 0333 150 3456

• Talking Point – an online 
community for those 
affected by dementia to 
share experiences, gain 
support and available 24/7.

• Factsheets and publications

• Campaigning 

• Research 
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Publications

Alzheimer's Society | Council of Governors 9

Alzheimer’s Society: Left to Cope Alone 

Alzheimer’s Society and Peter Sowerby Foundation: 
From diagnosis to end of life: the lived experiences of 
dementia care and support 

Local Dementia statistics available here
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Meeting Title Council of Governors Date:  
19/4/23 

Report Title Membership & Engagement Manager’s Report Agenda Item Number: 12 
 

Lead Director 
 

Kate Jarman, Corporate Affairs Director  
 

Report Author Lui Straccia, Membership and Engagement Manager 
 

 

Introduction 
 

This report provides an update on the progress of the Membership & Engagement 
activity of the Council of Governors 
 

Key Messages to Note • Governor Awayday report 

• New Governors and elections 

• New Engagement Board and activity 

• Governor engagement activity update, community outreach, and activity 
forward plan 

 

Recommendation 
(Tick the relevant box(es)) 

For Information For Approval For Review 

 

Strategic Objectives Links  
(Please delete the objectives that are not 
relevant to the report) 

1. Improving your experience of care 
2. Working with partners in MK to improve everyone’s health and 

care  
3. Increasing access to clinical research and trials 
4. Expanding and improving your environment 
5. Innovating and investing in the future of your hospital 
 

 

Report History 
 

n/a 

Next Steps 
 

n/a 

Appendices/Attachments 
 

Activity and Events Calendar 

 

 X  
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Membership & Engagement Manager’s Report 
Council of Governors 

19 April 2023 
 

Author: Lui Straccia 
 
Key highlights / summary: Update on the progress of Membership 
& Governor Engagement  
 
Membership – 1,766 
 
Governors’ Awayday 
 
A Governor Awayday was held in February 2023 focusing on community 
engagement which was welcomed by those who attended. Seven 
Governors attended the session, which looked at, among other areas, 
the purpose of engagement, why engagement is important, methods of 
engagement, utilising networks to engage, attracting membership, and 
an exercise in reviewing the Engagement Strategy. There were also 
pieces on Governors’ statutory responsibilities, holding to account, and 
reassurance versus assurance. 
 
New Governors and elections 
 
Professor Hany Eldeeb, Caroline Kintu, Andrea Vincent MBE, Christine 
Thompson, Tom Daffurn were elected to the CoG in February and 
March 2023.  Nicholas Mann joined the CoG as the representative of 
Milton Keynes Business Group. Since the last meeting, Martin Nevin, 
Akin Soetan and Jordan Coventry have stepped  down from the Council.  
Elections are currently ongoing for current vacancies / vacancies as a 
result of end-of-terms. 
 
Engagement Board and Activity 
 
An Engagement Board is in the process of being set up to underpin 
Trust-wide oversight of the hospital’s community engagement activities 
so that they are coordinated and there is consistency across all 
messaging on all channels. Coordinating external stakeholders, partners 
and community groups with internal teams will be one of the challenges 
for the group. The proposal is for the Engagement Board to report to the 
Inclusion Leadership Council.  
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Additionally, the Trust is currently developing an Engagement Strategy 
which will inform a review of the CoG’s own Engagement Strategy. 
 
A database of community contacts and other information is currently 
being put together and will be published on the intranet for all staff to 
access. 
 
Other engagement 
 

• Schools – Emma Isted did two sessions with pupils at St Paul’s 
Catholic School, and Tracy Rea did a session with Radcliffe 
School. R&D department is visiting a school in May 

• Professor Hany Eldeeb spoke at MK Islamic Centre on Good 
Friday 

• Caroline Kintu attended the Community Action:MK networking 
event in March 

• Parish councils – only 8 remain with contact still to be made of the 
48 

• Work is ongoing to organise health sessions in the community 
around patient experience feedback, diabetes, nutrition and R&D 

 
Other activity 
 

• New Governor posters for wards and departments, updated Staff 

Governor leaflets, and quarterly staff email bulletin on Governors 

and membership (part of Staff Engagement Plan) 

• Newly designed membership sign-up forms signed off; event 

freebies to be produced 

• Governors will be more widely covered in future Staff Inductions by 

way of a new slide, and also fresh references in other departments 

eg networks and patient experience 

Activity calendar 
 
Please see attachment. This is a growing list of scheduled activities and 
future opportunities for Governors to either be involved in community 
engagement or better understand how to engage with their communities. 
 
Community group engagement 
 
Meetings have been held with: 
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• MK Hindu Association 

• Middle Eastern Cultural Group 

• Friends of the Caribbean 

• Ahmaddiya Muslim Community MK Chapter 

• Voices of Women MK (including Fawcett Society) 

• LEAP group 

• MK Act 

• MK Community Foundation 

• MK Intercultural Forum 

• Community Action:MK 

• Jehovah’s Witness 

• MK Synagogue 
 
Meetings currently booked with: 
 

• CNWL 

• MKC – Youth Cabinet 

• Bucks Vision 
 
Meetings with internal MKUH teams including Diabetes, Dietetics, 
Chaplaincy, Disability Network, R&D department, have also been held. 
 

28 of 189



 

Activity Calendar 2023 

In addition to the below, further activity will populate the calendar, including various community AGMs. If any Governors are interested in 

attending any of these events, or has any suggestions for adding to this calendar, please let Lui Straccia know. 

 
 

April • Saturday 15 April, 10am-4.30pm – Bletchley - Friends of the Caribbean Health Forum – John Garner, 
Yolanda Potter 

• Friday 28 April – Broughton & MK Village community engagement event (launch new community hub 
building) Yolanda Potter. 4-7pm (set-up at 3.30pm) 
 

May • Tattenhoe Open Day - Date TBC 

• Tuesday 23 May – Governor Focus Conference 2023 - Babs Lisgarten & William Butler: John Garner 
reserve 

• MKUH R&D Day – Tracy Rea 

• Start of MKUH Festiv-All 

• Possible Radiotherapy development site tour for MKUH Governors – Maxine Taffetani, Pirran Salter, Baney 
Young 
 

June • India Day MK – Date TBC 
• Thursday 8 June – Age UK MK event 
• Sunday 18 June (Father’s Day) – Strawberry Fayre 
• Friday 16 June - MKUH Staff Awards 
• Sunday 25 June, 10am – Windrush 75 Cricket Match – Friends of the Caribbean event – 

Baney Young 
• MKUH Festiva-All 
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July • Friday 1 July – Eid Festival MK – Willen Lake 

• Saturday & Sunday 2 & 3 July – Newport Pagnell Carnival (Shirley Moon) 

• Saturday 8 July – West Bletchley Carnival (clash) 

• Saturday 8 July – Leighton-Linslade Carnival (clash) John Garner, Baney Young 

• Possible MK Community Foundation: (Vital Thinking Event) - Date TBC  

• MKUH Festiv-All 
 

August • Emergency Services Day - TBC 

September  

October • Monday 9 October – MKUH Annual Members’ Meeting 
• TBC – Friends of the Caribbean – Diabetes-themed event 

November  

December  

  

2024  

January  

February  
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Healthwatch Milton Keynes  

Report to the Milton Keynes University Hospital 

Council of Governors 

March 2023 

 

Introduction 

At the February Council of Governors meeting the appointed Governor for 

Healthwatch Milton Keynes informed the Governors that in addition to relevant 

reporting on patient experience directly received by Healthwatch Milton Keynes in 

relation to care at Milton Keynes Hospital, feedback would be presented on 

matters arising at the Trust Board in relation to Patient Experience. Linking, where 

appropriate, to the knowledge Healthwatch Milton Keynes holds about resident 

experience of the wider Health and Social Care system, this report aims to provide 

governors with advice on where to focus questions in relation to the Trust’s 

performance with regards to patient experience and provide insight into 

conversations governors may wish to encourage with the residents they 

represent.  

March Trust Board Papers Report 

Serious Incident and Learning Report 

Diabetes Safety Group 

Healthwatch Milton Keynes were pleased to see that the Hospital has established 

a Diabetes Safety Group and launched a mandatory training module to support 

prescribing, administration, and dispensing error risk management. HWMK was 

recently contacted by a patient who spoke of their journey through the hospital 

with Cancer as surviving “despite the best efforts of the NHS” and attributed much 
of their poor experience to the management of their diabetes whilst at the 

hospital.  

Medicines Management QIP 

The report made mention of Patient Education about the importance of bringing 

in medications – using communications. Healthwatch Milton Keynes would query 

how those responsible for improving communications with patients are linked to 
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the hospital membership, and governors/Healthwatch Milton Keynes who are 

able to share patient education information across communities.  

Patient Stories related to Discharge 

The report also outlined that the Quality Improvement Team are working with 

Patient Safety Partners to capture patient stories related to discharge summaries 

to explore the patient experience. Healthwatch Milton Keynes is a member of the 

MK System Flow Advisory Board and will be and will be working to ensure patient 

experience and participation is embedded into the redesign of hospital admission 

avoidance and discharge.  This includes designing activities that ensure 

residents, patients and families’ experiences are embedded within system flow 

design and any integrated system flow models. The Lead for system flow is aware 

of Healthwatch Milton Keynes’ previous Enter and view findings of discharge at 
MKUH and we’ve been involved in many other forums and working groups in the 

last few years including A&E delivery Boards, reviewing discharge policies and 

leaflets. This work will include elements of speaking to residents regarding 

prevention, care during admission, treatment and discharge within the hospital 

as well as alternative and step-down care e.g. virtual wards etc.… We would ask 
that the Council of Governors support and encourage the wider Trust to share 

information and learning with Healthwatch Milton Keynes directly and ensure 

these patient experiences, and improvements identified are fed into the system 

flow advisory board. 

CQC Maternity Experience Survey 2022 Improvement Plan  

The appointed governor for Healthwatch Milton Keynes sits on the Maternity:MK 

group and raised the findings of the CQC Maternity Experience Survey at the 

meeting in January. We were pleased to see that the response rate to the survey 

was above the national average for responses and that responses across people 

from different ethnicities was representative proportionately to the Milton Keynes 

population.  

Maternity:MK discussed enduring challenges to improve experience with regards 

to involvement of service users in induction decision-making. HWMK support the 

pilot of the phone-call service to support discussions around induction. Poor 

experiences of induction affect many people and HWMK would recommend 

Governors promote the activities around the improvement plan when sharing 

information with their communities.  

The aims and activities of the improvement actions are patient and family 

focused and reflect fully the feedback received directly at Healthwatch Milton 
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Keynes by residents about their experience of maternity services at the hospital. 

Changes to visiting is welcomed, and methods for listening to patients and their 

families clear. HWMK will monitor progress through partnership work with the MVP 

and the Patient Experience Board.  

Experiences shared with Healthwatch Milton Keynes  

Patient Choice  

People contacting Healthwatch Milton Keynes to request information about how 

to access alternative specialist care outside of Milton Keynes Hospital is 

increasing. With waiting lists high, more residents are researching NHS 

information about the right to choose alternative providers, with many keen to 

have direct referrals to specialist provision at other hospitals, or where they feel 

waiting lists are not as bad. 

We have heard from several residents that they have difficulty requesting an 

alternative provider of choice due to the Referral Management System (RMS) 

used in Milton Keynes. We are aware this referral system is reverting to the NHS e-

referral system. The BLMK Integrated Care System has written to Healthwatch 

Milton Keynes with information explaining that GPs and Milton Keynes Hospital 

indicated a preference to refer directly to either a community service or a 

secondary care service who then triage their respective referrals. We will be 

monitoring the level of contact from residents regarding the referral system to see 

if the changes reduce the challenges faced by residents. 

Waiting Times 

We heard from a patient who told us that following a diagnosis which had taken 

months, they were then offered a consultant appointment for 9 months’ time. 
After speaking to their GP again the waiting time was reduced to 4 months. At the 

appointment they were informed they would be place on a waiting list for surgery 

but was never given any information about how long the wait would be. After 

several months of waiting with no further information the patient endeavored to 

find out. They reported being “sent on a telephone merry-go-round, spoke to lots 

of departments but no answers, or even confirmation I was on a list” The patient 
was in so much pain they paid for private treatment.  

A resident spoke to us of how waiting times are exacerbating their challenges. An 

x-ray in December 2020 established that this patient required a knee 

replacement – their BMI was 37. Following a long wait the patient’s BMI is now 40 
and needs to reduce to 39 to be eligible for the operation. Patient expressed their 

33 of 189



struggle to lose weight and that they were not advised how to lose weight, or 

where to go for support.  

One resident contacted us to applaud the efficient service and minimal waiting 

time for a referral to the X-ray Dept at the Hospital.  

Another resident spoke to us about a cancer diagnosis some years ago. The 

cancer keeps reoccurring and they have been waiting for a CT scan for 4 months. 

They spoke to us of the frustration of lack of information and having to chase for 

that information.  

Primary Care impacts on MKUH 

We continue to hear from patients sharing poor experiences of their GP practices 

and the impact that has on the Hospital’s emergency services.  

“I had blood in my urine. Very rude receptionist advised they don’t run an 
emergency service and to go to A&E. I called three days in row…I ended up in A&E 
and they were furious with me, saying this is a GP issue…they had to refer me back 
to the GP. Just awful”. 

“Re: A&E, apart from blood tests on arrival and some IV fluids, I got no information 

about any treatment or diagnosis for over 10 hours. I needed more information, 

reassurance, maybe a hot drink and pain relief. The fact that nurses were not able 

to administer any medication seemed very strange these days”. 

“My son was trying to see a doctor for 8 weeks and could never get in. It ended up 

where he had to be admitted to hospital, it got that bad” 

One resident said that it took 7 months to receive a letter saying they’d been 

discharged from MSK services but is suffering excruciating lower back pain. The 

patient has been to A&E via Ambulance over 3 times in three months but the GP 

will not expedite the referral. Even when the Hospital requested the GP to contact 

the patient about the referral the GP was “clearly annoyed about having to talk to 

me”. 

As 2022-23 closes, so does Healthwatch Milton Keynes ‘Great Big GP access 

survey’ with around 200 responses to date we’re working to understand where 
the good and poor experience in concentrated in GP practices in MK and will steer 

where our recommendations and conversations take us with commissioners and 

Primary Care Networks next year. We will have a role in monitoring how residents 

are involved in designing the new ‘Fuller neighbourhood teams’ which seek to 
reduce barriers to accessing Primary Care.  
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Appendices 
Item 11 Community Presentation – Alzheimer’s Society 

Page 37    Left to Cope Alone – The unmet support needs after a dementia diagnosis 
Page 105  From diagnosis to end of life: The lived experiences of dementia care and 
support 
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Executive Summary
Dementia is a complex condition crossing primary, secondary, community, 

acute and social care. This complexity inevitably leads to a lack of ownership 

of the condition within the health and care system, which creates variation in 

the quality and type of support people receive. Funding for dementia services 

is also often limited by cost and staff capacity meaning services cannot 

consistently offer people with dementia the support they want and need.

This report has sought the views and experiences of over 2,000 people affected by dementia 

to understand what support they need after diagnosis. It shows that people’s needs 

are holistic and wide-ranging, encompassing support for medical, emotional and social 

wellbeing. Yet these needs are often not being met. 

We found people are regularly missing out on care that is timely and appropriate. This failure 

is having a negative impact on the wider system as well as on the quality of life of those living 

with the condition. For example, Hospital Episode Statistics for 2021-22 show that almost 

one third of people with dementia admitted to hospital stayed for a day or less. 

This suggests that better community support would be able to treat many of these 

admissions in the community, relieving pressure on NHS acute services. One system case 

study in our report projected it could save £2 million by reducing crises and costly admissions 

through improved community support for people affected by dementia.

People with dementia have been hardest hit by the pandemic, yet gaps in support were 

evident long before Covid-19 with the pandemic acting to further widen these gaps. A key 

theme from our evidence collection is that people struggle to access care and support when 

they need it, largely because services are so fragmented. 

One person with dementia told us:

Different parts of the system do not seem to talk to each other. The memory 

clinic tells you to contact your GP and then the GP tells you to contact the 

memory clinic. Social workers say that your relative should be entitled to a 

review, but then you can’t get a referral, and so on. It is like banging your head 

against a brick wall.

There are national metrics, although limited, in England to assess earlier parts of the pathway 

such as diagnosis. These diagnosis metrics are not centrally collected in Wales and Northern 

Ireland, meaning the experience of people with dementia also varies across the United 

Kingdom. Yet apart from annual dementia reviews, there are no other performance metrics 

in England that look at the effectiveness of the care and support offered after diagnosis. 

Perversely, the diagnosis rate metrics often force local health and care systems to shift 

attention toward the start of the dementia pathway, leaving fewer resources for providing 

support after diagnosis. 

Left to Cope Alone 4
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This report shows that a diagnosis without sufficient post-diagnostic support leaves people 

living with a complex and potentially devastating condition with limited understanding, 

capability or tools to cope with or manage its symptoms. One person caring for someone 

with dementia told us:

 

It is a lonely place to be because at every turn you are dealing with professionals 

who mean well to support, but they exist in a system that is busy and understaffed. 

I felt exhausted mentally and physically and was rejected many times when all I 

wanted was my father to be looked at as a person with complex needs.

The complexity of dementia also means that when support needs go unmet, people 

deteriorate quicker and are more likely to experience a crisis. Our overarching 

recommendation is for everyone to have access to a dementia support worker or similar 

service. These roles should be recruited in every primary care network to act as the initial 

lead professional and first point of contact. This would facilitate a smoother transition 

between the memory service and primary care and reduce the pressure on general practice. 

It would also ensure people living with dementia have a single point of access to connect 

with wider care and support services as their needs change and become more complex. 

This should be planned as the first step for integrated care systems to develop an overall 

‘stepped’ model of care where people can easily access specialist intervention within the 

community to reduce crises. 

Given health inequalities have been exacerbated by Covid-19, areas with high ethnic minority 

populations should also consider a community link worker component to these roles to 

reduce the disparities in support this report also highlights for ethnic minority communities.

With the introduction of integrated care systems, combined with a new national dementia 

strategy, there is now a real opportunity to improve the post-diagnostic support offered to 

people living with this potentially devastating condition. Dementia must be recognised as a 

priority and given the resources it requires.
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What needs to 
change?
The general post-diagnostic support pathway for people with dementia is that 

they will be diagnosed by a specialist – usually a memory assessment service 

– who may also provide immediate support after diagnosis. After some time, 

depending on the type of dementia diagnosed, people will then be discharged 

from the memory assessment service to their GP, who will take over their 

ongoing care and support.1

However, a lack of guidance around this stage of the pathway often leads to a postcode 

lottery of access to effective care and support.2,3 The complexity of dementia also requires 

a multidisciplinary approach to support, including both health and care providers, which is 

frequently lacking in primary care.4 

This report looks at what people affected by dementia want from support after diagnosis 

and the outcomes that are important to them. It finds that many people struggle to access 

appropriate care and support for themselves and their families. 

A consistent theme of people’s experiences was fragmentation, in terms of both access to, 

and quality and timing of, support. This inevitably leads to people and their families being 

unsupported, left to manage a complex, degenerative condition with little help. Recent 

research studies have shown similar findings.5,6,7

The recently established integrated care systems are best placed to take ownership of local 

areas’ post-diagnostic support for people affected by dementia. Yet there is also a need for 

national action to provide direction for improving dementia care locally. 
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Recommendations

Main recommendation 
 ■ Ensure everyone diagnosed with dementia has access to a dementia support 

worker or similar service. These roles should be featured as the first point of 

contact in every primary care network, with automatic referral from memory 

services. To reduce crises, the service should be delivered as part of an overall, 

integrated ‘stepped’ model of care where people can easily access more specialist 

intervention within the community as their needs become more complex. These 

roles should include a community link worker component in areas with a high 

ethnic minority population. link worker component in areas with a high ethnic minority 

population.

Annual dementia review

National
 ■ National health systems in England, Wales and Northern Ireland should undertake 

a review of the Quality and Outcomes Framework (QOF), or its equivalent funding 

mechanism, in collaboration with people affected by dementia. They should 

consider additional indicators to support a more comprehensive, high-quality 

annual dementia review. 

 ■ National health systems in England, Wales and Northern Ireland must publish 

a plan for Covid-19 annual boosters to ensure that primary care need never 

again pause QOF, or its equivalent funding mechanism, activity as happened 

between 2020-22.

Regional 
 ■ Local health systems should support primary care to return care plan reviews to 

pre-pandemic levels, such as 75% in England, by April 2023.

 ■ Local health systems should ensure that a system is in place to identify those with 

dementia who are most vulnerable and at risk of crisis, who can then be offered 

more frequent care plan reviews if needed.

 ■ Local health systems should undertake a multidisciplinary team approach to 

annual reviews and stagger reviews throughout the year to improve quality and 

increase primary care capacity.

Left to Cope Alone 7

43 of 189



Wider post-diagnostic support

National
 ■ National health systems in England, Wales and Northern Ireland should assess 

social prescribing provision for people with dementia, including workforce support 

and training. They must ensure people with dementia are offered equitable 

support compared with other long-term health conditions.

 ■ NHS England must undertake a review of capacity of urgent community 

response services. It must also commit to a timeline to bring in the second phase 

of the service – providing reablement packages within two days of a crisis to 

prevent it reoccurring.

Regional
Dementia pathways should be commissioned to:

 ■ Achieve the Memory Services National Accreditation Programme standard, which 

states everyone diagnosed with dementia should be offered a post-diagnostic 

meeting. This should be offered at an interval after diagnosis that suits the 

individual’s needs.

 ■ Provide post-diagnostic information and education support in relevant 

community languages other than English, as well as in non-written resources, 

to reduce health disparities.

 ■ Offer equitable access to non-pharmacological interventions as per national 

guidance, such as cognitive stimulation therapy (CST), and ensure all memory 

services have access to CST by April 2024.

 ■ Ensure occupational therapists, psychologists and other allied health 

professionals have protected time to carry out post-diagnostic support at 

memory service level alongside their diagnostic responsibilities, including home 

visits if appropriate, in line with patient need and symptom deterioration.

 ■ Ensure all memory assessment services are designed to provide an equal offer of 

support for all subtypes of dementia, including appropriately timed discharge and 

provision of interventions, and that the needs of ethnic minorities are catered for.

 ■ Ensure that all carers are offered a psychoeducation course as per national 

guidance to support them in their caring role and that carer information and 

support groups are available locally.

 ■ Ensure services under the Improving Access to Psychological Therapies (IAPT) 

programme do not reject referrals based on a diagnosis of a cognitive disorder 

and are designed to accommodate the needs and symptoms of people with 

dementia and their carers, with staff appropriately trained to offer this support.
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Introduction
The need to diagnose dementia and support 

people affected to live well will only become 

greater as the number of those with the condition 

increases and new treatments become available.

There are currently around 900,000 people with 

dementia in the UK and this is projected to rise 

to over 1 million by 2025 and 1.6 million by 2040.8 

New treatments and diagnostic tools for the 

diseases that cause dementia are expected to 

be available within the next two to five years.
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Dementia is a complex progressive neurological condition, and its symptoms 

are unpredictable. It occurs when the brain is damaged by diseases (such as 

Alzheimer’s disease) or by a series of strokes. 

The symptoms of dementia can include memory loss and difficulties with thinking, problem-

solving, language and physical function. The rate of progression also varies from person to 

person. The specific symptoms that someone experiences will depend on the parts of their 

brain that are damaged and the underlying cause of their dementia.  

After diagnosis, three out of five people 

(61%) of people told us that they did not feel 

supported by the health and care system  

to cope with their diagnosis and manage 

their condition. 

Post-diagnostic support is wide ranging, as this report will show, but can be categorised 

overall as a ‘a system of holistic, integrated continuing care in the context of declining 

function and increasing needs of family carers’ from diagnosis to end of life.9

The importance of effective and appropriate post-diagnostic care and support is outlined 

in the Dementia Statements, which are grounded in human rights law, and directly reflect 

the needs of people living with dementia:

 ■ We have the right to an early and accurate diagnosis, and 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.

 ■ 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.
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Are people’s  

post-diagnostic 

support needs  

being met?
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Annual dementia review
An annual dementia review is an essential part of the care a person with 

dementia receives – it should recognise the needs of people living with the 

condition and develop a plan to address them. This review should be conducted 

at least annually,10 most often by a GP. It should comprise of a review of 

medication, a check for new symptoms or behaviour changes and a discussion 

of planning ahead as well as support for carers.11

Research suggests that structured management of long-term conditions like dementia 

through an annual review can delay the point at which people experience complications and 

deterioration in their health.12 A care management approach to dementia – co-ordinating 

treatment and care within the community – is a cost-effective approach, reducing adverse 

outcomes such as hospitalisation and premature institutionalisation.13,14

However, we know that people aren’t getting the right care for their needs. Research suggests 

that just 38% of people with dementia report that they are receiving dementia services.15 It is 

therefore clear that annual dementia reviews are not working as effectively as they should be 

in addressing and signposting the necessary support to meet people’s needs.16

 

An annual review is that ticket into further support.
Person living with dementia

Based on an extensive literature review, we have identified seven key needs that people living 

with dementia require from annual dementia reviews. We then used a survey of 914 people 

affected by dementia to rank their importance.

The following graph shows the seven needs identified for annual dementia reviews.

Thinking about the annual dementia review, how important are the following to you?

To outline what care I would like at end of life

To consider my dementia-specific needs

Extremely important Very important Somewhat important Not so important Not important

To consider my needs for my other 
health conditions

To understand how my dementia is progressing

To help me understand how I can manage my 
dementia in case of an emergency

To understand what support is available to me

To get the right care for my support needs

0% 20% 40% 60% 80% 100%

I don’t know
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Access to annual dementia review

Both people with dementia and professionals suggest annual dementia reviews 

are not happening as often as they should, if at all, echoing recent research.17 

Despite guidance stating that people should be offered a review at least 

annually, our survey found just one in four people (25%) reported they or their 

loved one had had their dementia review within the past year. Two out of five 

(39%) said it was at least two years ago.  

‘I wasn’t even aware that we should have an annual review about dementia. 

I should have known about this so why wasn’t I aware – has there been [a] 

breakdown somewhere?

Person living with dementia

Many people we spoke to told us they have rarely or never had a review. Some spoke of being 

let down by their GP practice and felt as if they were left ‘to get on with it’ – left to manage 

the condition without appropriate care and support. An impact of this is that people received 

care and support much later than they would have done via their GP, if at all, as they were left 

to arrange access to interventions and services themselves. 

When was the last time you have, or the person 

you care for, had an annual dementia review?

Within the last year

Over a year ago

Over two years ago

Over three years ago

I’m not sure

25%

13%

14%

25%

23%
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Just 16% of our survey respondents said they had received enough support from local 

services and organisations – such as their memory clinic, GP or voluntary organisations – to 

help manage their or their loved one’s condition.

 

It’s been three years since I was diagnosed, and I have never had a review 

specifically for my dementia… I think it should be compulsory to have an annual 

review, as it would be good to have the chance to talk about the whole of your 

well-being, not just one particular issue or problem.

Person living with dementia

The pandemic has further entrenched a lack of access. The following graph shows the 

proportion of people with dementia receiving a care plan review during the pandemic. 

Monthly proportion of people with dementia receiving a care plan review during the pandemic

In the previous 12 months, 

have you or your loved one 

received enough support 

from local services and 

organisations, such as 

your local memory service, 

your GP or voluntary 

organisations, to help you 

manage dementia?

Yes

Other

I’m not sure

No

16%
12%

11%

61%

80%

70%

60%

50%

40%

30%

20%

10%

0%
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Research suggests that the remote delivery of healthcare by GP practices may have 

deterred some people from accessing an annual dementia review, given people with 

dementia are likely to be older and therefore less likely to engage in technological solutions.18 

Changes to national guidance will also have played a significant part in this reduction. 

Annual dementia reviews are contained under the QOF, a pay-for-performance scheme 

aiming to improve the quality of care patients receive by rewarding practices for the care 

they provide.19 In July 2020, NHS England agreed to suspend QOF until the end of the 2020/21 

financial year to free up capacity and resources to respond to the challenges of Covid-19. 

Yet income protection was guaranteed on those care activities that were no longer required 

to be undertaken by primary care.20 In December 2021, NHS England again suspended QOF 

to free up capacity for the Covid-19 vaccination programme, similarly protecting income on 

certain care activities for GP practices.21

We believe that the challenges of primary care, alongside the income protection on 

suspended QOF care activities, led to the drastic drop in the proportion of people receiving 

an annual dementia review during the pandemic. It’s essential that people with dementia are 

prioritised as we emerge from the pandemic, particularly since we have seen a significant 

increase in people’s needs.22,23 Restoring annual dementia reviews to pre-pandemic levels 

must be a key focus of local health systems.
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Quality of annual dementia review
Previous research has found the quality of annual dementia reviews to be 

variable.24 In response to our survey, almost one in four (23%) said they were not 

sure when they or their loved one last had an annual dementia review. If people 

are unaware of whether they have received one, this raises concerns over the 

quality of the annual dementia reviews that are conducted. 

Further, just 24% of people said their or their loved one’s annual dementia review helped 

them manage the condition, with over half (52%) saying it did not. 

A local survey of annual dementia reviews in Shropshire found many people had not had a 

review and that out of 23 people who did, just two people reported their support measures 

changed as a result.25

 
[I was] initially impressed that we got a call out of the blue… Unbelievable. It 

was a tick box exercise. The call lasted about five minutes and I’m not sure he 

listened to me. He was clearly going through his list.

Person living with dementia

People told us that their annual dementia review too often narrowly focused on their medical 

needs with less attention being paid to their wider dementia-specific needs. This meant that 

people weren’t receiving the person-centred care necessary to direct them to appropriate 

care and support services. 

Professionals we spoke to also saw annual dementia reviews as insufficient. One reason 

given for this is the lack of a standardised and structured approach to conducting these 

reviews under QOF which leads to variation in quality. 

If you or the person you care for has had an annual dementia 

review, did you feel it helped manage the condition? 

0 10 20 30 40 50 60

24%

24%

52%

Yes

I’m not sure

No
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To receive payment for annual dementia reviews under QOF, professionals simply need 

to ‘tick’ that they’ve completed a review. There are no additional indicators in place to 

understand whether a high-quality review has taken place. As a consequence, professionals 

reported to us that delivery of care under QOF has become too rigid, placing focus on the 

process, not on patient outcomes. 

For example, a key part of an annual dementia review is that it allows regular conversations 

around advance care planning and future wishes. But the local Shropshire survey found that 

advance care planning was not discussed once in 23 reviews.26

It [QOF] lets dementia patients down spectacularly… at the minute, we’re getting 

the money for naff all for dementia patients. QOF was set up to improve quality 

and outcome measures for patients, but it does the complete opposite. It isn’t 

fulfilling its intended use.

GP

Professionals particularly value the importance of annual dementia reviews as a ‘safety 

net’ and a mechanism to proactively put in place support measures to reduce crises.27 

Research suggests that a community-delivered dementia management care programme 

to co-ordinate treatment and care has the potential to reduce avoidable healthcare costs, 

mainly through fewer hospitalisations and delayed institutionalisation.28

 

I would want to run through how they’re generally coping, any decline in 

cognition or behaviour, or falls and things like that – trying to identify possible 

things that might contribute to crisis. 

GP
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I always say to patients that if there’s something we can do to keep you at home, 

then outcomes are better because a hospital admission has really adverse 

health outcomes. A lot of the annual review is about providing advice and 

educating patients about what may lie ahead in the future. 

GP

Some primary care professionals believe that easily accessible, standardised templates 

would reduce inconsistency and enable patients to receive a better quality review.29 While it is 

positive that NHS England provides a best-practice resource on dementia care planning for 

primary care professionals,30 little is known about its uptake. One solution would be to make 

QOF requirements more comprehensive by providing additional indicators, such as a review 

of carer health and wellbeing as well as advance care planning.

Holistic annual dementia review
People with dementia often have one or more accompanying conditions;  

77% of patients with dementia experience at least one of either hypertension, 

diabetes, stroke, coronary heart disease or depression.31 They are also more 

likely to have multiple conditions in comparison to people without dementia; 

over one in five people with dementia (22%) have three or more conditions and 

almost one in ten (8%) have four or more. This is compared to just 11% and 3% 

respectively for all patients.32

These conditions may impact how well their dementia is managed, so it’s important that 

additional health conditions are considered when conducting an annual dementia review. 

Previous research has shown that having other conditions was associated with a decreasing 

quality of life for people with dementia.33

I take all the info regarding the changes, but discussion is always around 

medication which does very little for quality of life and my husband is reluctant 

to take [it].

Carer of person living with dementia

However, QOF’s reimbursement structure perversely incentivises GPs to conduct separate 

reviews for each long-term condition a single patient has as funding can be claimed for each 

review.34 Health systems should explore a multidisciplinary approach to annual dementia 

reviews to improve the time given to each one, which people with dementia often say is 

much too short. Research has shown that people with dementia would prefer reviews to 

be conducted by a professional with more time, with greater skills and knowledge of the 

condition. Professionals also report benefits of sharing this across different roles.35,36
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International research has shown a shared care approach between different professionals 

within primary care improves care and outcomes.37,38 In practice this could mean involving 

a healthcare assistant to complete physical health checks, a social prescriber to focus 

on activities and a GP to focus on medication. Alternatively, a dementia specialist could 

complete the whole review.

Frequency of annual dementia review
Research suggests that both people with dementia and their GPs value 

flexibility over the timing of their reviews, as opposed to rigid annual provision.39 

Professionals also point out that, while valuable, annual reviews address the needs and 

support at just a single point in time. 

 

The issue with annual review is that it is an assessment of needs at a single 

point of time. At one annual review everything can be fine, then two weeks 

later they have a fall, get delirium in hospital, discharged, go back into hospital 

– have all these crises – and the care plan that was done just a few weeks ago 

becomes meaningless.

GP
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People we spoke to also cited the fact that challenges and crises requiring formal support 

can arise unexpectedly and throughout the year.

 

I have an issue with “annual”… that isn’t enough with all the twists and turns 

throughout the year. I never really felt supported anyway, not from my doctor 

anyway… I had to be proactive. I wanted mum to have as active a life as possible 

and to look at my wellbeing.

Carer of person with dementia

Additional formal reviews may be particularly necessary in moderate and advanced stages 

of the illness, given the complexity of people’s needs.40 QOF reimbursement should not 

dictate the timing of these reviews, yet too often GPs conduct reviews in March ahead of 

the financial year end to ensure they receive funding. This timing also coincides with winter 

pressures, adding stress to the primary care workforce.41 

The graph below outlines the proportion of people receiving a care plan review between 2018 

and 2021, in the best and lowest performing months each year.

Monthly variation in the proportion of people receiving an annual dementia review from 2018 to 2021
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45%
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37%
47%

Proportion of people receiving a care plan review (highest month)

Proportion of people receiving a care plan review (lowest month)

70%

60%

50%

40%

30%

20%

10%

80%

0%

Post-diagnostic support
We have identified 11 support needs that people living with dementia require 

from post-diagnostic support based on an extensive literature review. 

These were categorised as nine outcomes, which were then ranked by their 

importance in a survey of 914 people affected by dementia.
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What support do you feel you need now to help you manage your dementia that you are not 

currently receiving?

Peer support

Support that helps me maintain my social life

Support for people who support me

Support that is consistent and ongoing

Support that helps me use my cognitive skills

Information on dementia and being educated 
around the condition

Support that treats me as an individual

Emotional support for me and my loved ones

Support that helps my mental health and those 
of my loved ones

Support that allows me to remain independent 

Support that helps me with 
dementia symptoms

0% 20% 40% 60% 70%10% 30% 50%

34%

48%

48%

61%

44%

54%

21%

31%

68%

65%

47%

Thinking about support after diagnosis, how important are the following to you?

Peer support

Support that helps me maintain my social life

Support for people who support me

Support that is consistent and ongoing

Support that helps me use my cognitive skills

Information on dementia and being educated 
around the condition

Support that treats me as an individual

Emotional support for me and my loved ones

Support that helps my mental health and those 
of my loved ones

Support that allows me to remain independent 

Support that helps me with 
dementia symptoms

0% 20% 40% 60% 80% 100%

Extremely important Very important Somewhat important Not so important Not important I don’t know

Yet, despite the importance people affected by dementia place on these outcomes, many 

people are not receiving the care they want and need.
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Information and dementia education
Despite information provision being a key component of post-diagnostic 

support,42,43 research suggests that people are not having their needs met in 

this area.44 Our survey found that one in three people are not currently receiving 

sufficient information around dementia (34%).

An audit of post-diagnostic support showed that, while medication was discussed with 82% 

of people with dementia, driving was only discussed with 64% of patients and lasting power of 

attorney with 63%.45 The information needs of carers of people with dementia are also going 

unmet, especially in regard to respite care and carers’ assessment.46,47

 

When I was diagnosed, I was just told I had dementia; I got no information. I had 

to look it up on the internet and it wasn’t an easy read – the internet can make 

things so much worse.

Person living with dementia

 

I would have liked information about where to find out more about dementia 

itself. Get a handle on what my wife was going to face and what I could do to 

support her.

Carer of person who lived with dementia

People from South Asian communities expressed an unmet need in information provision, 

particularly for people in the earlier stages of dementia and in a first language that is 

not English. This meant people had to manage dementia with little guidance, and source 

support through non-formal avenues such as family members who worked in healthcare.48 

Information in alternative languages or formats, such as educational videos, needs to be 

developed to support people who struggle with English language literacy. This may help 

reduce inequities in dementia outcomes.

 

I don’t know what there is, so how can I know where to go for support?

Person living with dementia

It is also important that information is personalised to each individual and given to people 

when they want and need it.49,50 

 

The support is exceptionally inconsistent – I had a multitude of boxes of 

information, but after reading the front page of one you’re totally bored out of 

your mind.

Person living with dementia
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Research also shows that due to the impact on the individual of receiving a diagnosis, 

a single diagnostic consultation is insufficient to both explain the diagnosis and offer 

follow-up support.51

It’s important that the commissioning of diagnostic services does not inhibit opportunities 

for follow-up discussions to take place. Yet, worryingly, some memory services told us that 

their commissioned model of discharging a patient soon after diagnosis means people do 

not get the chance to ask questions once they have come to terms with their new diagnosis.

 

One of the challenges with post-diagnostic support is information provision. 

People are different and process information at different points and to different 

degrees. For some, information doesn’t get processed there and then.

Memory service professional

Services should be designed to achieve the Memory Services National Accreditation 

Programme standard, which states all people diagnosed with dementia should be offered a 

post-diagnostic meeting.52 Information for ethnic minorities should be provided in community 

languages as well as in non-written resources. 

Person-centred support
Person-centred interventions bring many benefits. For carers, they can 

decrease burden, improve quality of life and enable them to provide care for 

longer periods before the person with dementia might need admitting to a care 

home.53 For people with dementia, person-centred interventions can reduce 

agitation, depression and improve quality of life.54

However, a recent study found that only 29% of people living with dementia and 33% of carers 

said they received psychosocial interventions. When carers were asked the same question, 

33% said the person they care for had received a psychosocial intervention.55 Our own survey 

found that almost half of people (48%) currently lack person-centred support. 

Psychosocial interventions include nationally recommended interventions such as 

reminiscence therapy – shown to enhance cognition and reduce depressive symptoms56 – 

and cognitive rehabilitation, among others.57 An audit into memory services in 2015 found 

that while the majority offered pharmacological interventions, the availability of non-

pharmacological interventions varied, with half providing none or only one intervention.58 

The variability of access may be dependent on the type of dementia and care arrangements. 

Those diagnosed with mixed vascular dementia and Alzheimer’s disease were more likely to 

receive psychosocial interventions. People cared for by a partner were more likely to receive 

psychosocial support than those with no carer.59

People from South Asian communities also expressed a lack of person-centred support, 

particularly for earlier stages of dementia. They reported a lack of culturally accessible, non-

pharmacological interventions supporting cognitive function, independence and wellbeing.60
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It’s about igniting that spark in her brain to get her to do stuff, you know, cultural 

things that she enjoys.

Carer of person living with dementia

Memory services told us that the inability to provide psychosocial interventions meant risking 

over-medicalising dementia and ignoring the importance of psychological and social support 

that enables people to live well with the condition. This is pertinent given research shows the 

majority of unmet needs of people with dementia are non-medical.61

 

What’s the point of medication to help reduce impact of cognitive decline without 

the social interaction and stimulation to support that medical intervention?

Allied health professional

Access to psychosocial interventions should be a core part of local areas’ post-diagnostic 

support offer, and services should be designed to enable access to these interventions. 

However, little is currently known about provision and access to psychosocial therapies. 

We are pleased to note the next iteration of the national memory service audit will look 

at how often these therapies are offered, but commissioners must act to include these 

interventions if they are not already available to services. There is a need to enhance access 

to non-pharmacological interventions,62 and it is important services are designed to offer 

access to a range of these interventions.
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Emotional and mental health support
Depression and anxiety are highly prevalent in people with dementia; 38% of 

people with mild dementia have depression, as do 41% of people with moderate 

dementia and 37% of people with severe dementia.63 

Similarly, 38% of people with mild dementia have anxiety, along with 41% of people with 

moderate dementia and 37% with severe dementia.64 Over the past year, 33% of carers 

reported to us they experienced anxiety and 22% experienced depression.65 This is 

considerably more than the general population – around one in six people in the UK report 

experiencing a common mental health condition like anxiety and depression.66

Older people who experience depression are at an increased risk of frailty, functional decline, 

cognitive decline and reduced quality of life.67 Despite the impact of mental health conditions, 

people affected by dementia reported to us that they are not receiving adequate mental 

health support, if at all. The 2021 Community Mental Health Survey found that people with 

dementia were less likely to have seen an NHS mental health service often enough for their 

needs compared to the general population.68

Our own survey found that 

60%
of people affected 

by dementia are 

currently in need of 

emotional support
61%

of people are 

currently in need 

of mental health 

support, for them 

and their loved ones.

Over half of people affected by dementia (57%) who had been signposted to mental health 

services report having to wait up to 12 months or more to receive the support they needed.69 

Improving Access to Psychological Therapies (IAPT) is a free-to-access NHS service 

providing evidence-based psychological treatments for common problems such as 

depression and anxiety.70 Evidence shows these therapies, such as cognitive behavioural 

therapy (CBT), problem-solving therapy and life review, can be effective in treating later-life 

depression and anxiety disorders.71 Further evidence shows that CBT is effective in reducing 

psychological distress in carers of people with dementia.72

However, people with dementia do not appear to be accessing these services. Unpublished 

data provided by NHS Digital for the Alzheimer’s Society-funded study MODIFY shows there 

were over 1 million referrals for IAPT services (1,125,815) in 2018, but just 0.2% (2,277) had a 

record of dementia.73 This is substantially lower than would be expected given prevalence of 

dementia in the adult population: one in 14 people over the age of 65 and one in six people 

over 80 have dementia.74 Poor access to IAPT services is concerning given the high rates of 

dementia and associated mental health conditions. The data also does not show whether 

these referrals entered or completed the therapy.

Research has shown that the structure of some IAPT services, and the demands it places 

on staff, means they are not flexible enough to meet the needs of people with dementia, 

with cost-effectiveness and patient care priorities often in opposition.75 These pressures 

mean that some services may reject referrals of people living with dementia. Services also 

reported to us that the lack of dementia expertise in primary care may mean people with 

dementia are less likely to be referred to IAPT services.
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While IAPT can be accessed in primary care via GPs, people with dementia may often need 

mental health support at the point of diagnosis, particularly emotional support to help 

them manage the impact of receiving a diagnosis. However, psychologists told us that 

given local pressure to diagnose dementia, much of their clinical time and input was too 

focused on diagnostic work, leaving little room for support after diagnosis, such as post-

diagnostic counselling. 

Workforce capacity may compound the issue further. In a survey in 2020, 57% of mental 

health services reported a shortage of one or more clinical psychologist and 44% of 

psychologists reported their workload to be either unmanageable or mostly unmanageable.76

 

You can give me a million pounds and I couldn’t do anything with it – it’s just so 

difficult to recruit.

Memory service professional

 

Even if you have pots of money, workforce is a challenge. Particularly for us, it’s 

difficult to recruit and it takes longer to find that skillset for that specific role.

Commissioner

It is important that all memory services have access to psychologist input and professionals 

should have protected time for post-diagnostic support. IAPT services should not 

reject referrals based on a diagnosis of a cognitive disorder and should be designed to 

accommodate people with dementia, and their carers.

 

I can’t find the time for counselling because I’m forever chasing people to get 

support for Mum.

Carer of person living with dementia.
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Maintaining independence 
Maintaining independence is important for people affected by dementia.77 

However, our survey found 44% of respondents do not currently receive 

sufficient support that enables them to remain independent.

Occupational therapy is key to enabling people with dementia to live well by remaining 

independent in their homes. The intervention works by using environmental modifications, 

behaviour management, physical activity and emotional support as active components.78

 

Most of the support is about reassurance and the ability to self-manage and 

stay as independent as possible, whatever support we give it’s tailored to 

making them independent.

Memory service professional

Occupational therapy has been shown to be successful and cost-effective.79,80 One study 

finds that £1,280 can be saved per patient over three months via an occupational therapy 

training service for carers.81 Occupational therapy can also help to reduce falls, which are 

the most common reason for hospital admissions in people with dementia, accounting for 

17% of admissions in 2021.82 The average length of stay in hospital following a hip fracture is 

seven days. However, over 85% of dementia patients with this injury stay for up to 14 days 

and 34% for over a month. The extra cost is estimated as £5,950 per patient.83

However, our research found that not all people accessed an occupational therapist, 

despite research showing that almost three-quarters (73.2%) of people with dementia living 

in the community have unmet needs relating to daily activities.84 We found that a quarter 

of people affected by dementia (25%) waited up to 12 months for occupational therapy 

support after being signposted.85
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One specific intervention occupational therapists, as well as other professionals, can 

employ is cognitive rehabilitation, a nationally recommended intervention for people 

with dementia.86 Cognitive rehabilitation is a goal-orientated and solutions-focused 

intervention which addresses the impact of cognitive impairment on everyday activities 

and independence and has been shown to have significant positive effects on people 

affected by dementia.87 Yet despite its benefits, services lack the resources to provide the 

intervention in the community.88

Occupational therapists can provide functional assessments during diagnosis as well as 

post-diagnostic support such as cognitive rehabilitation. However, occupational therapists 

told us the limited diagnostic capacity of memory services meant much of their time was 

spent on diagnosis, with less time spent supporting patients after their diagnosis. It’s 

important that services can access occupational therapists and that they have protected 

time to carry out post-diagnostic support like cognitive rehabilitation. 

Symptom management 
Research suggests people value managing the symptoms of dementia,89 yet 

our survey found that over half of people (54%) currently lack support that helps 

them manage their or their loved one’s symptoms.

A key theme from our engagement with people affected by dementia and with health 

professionals who support them was the disparity between the expectations of what 

memory services offer and what they actually provide. Many people expected to remain with 

their memory service for longer and for the service to oversee their ongoing care. 

This may be because the availability of treatments determines how clinical pathways are 

designed. Currently, there are only symptom-modifying pharmacological interventions for 

Alzheimer’s disease dementia, which requires follow-up from a specialist (memory service) to 

ensure there are no adverse effects. This ultimately leads to more contact time with the service. 

There are no pharmacological interventions for other dementia subtypes yet. This creates an 

inequity of service provision for people that do not have Alzheimer’s disease dementia and 

are likely to be discharged from memory services sooner as a result.

Previous research shows that those with a vascular dementia diagnosis say they feel 

abandoned when they are offered no ongoing support.90,91 This supports other research that 

suggests people receiving antidementia drugs reported greater improvement in their quality 

of life.92

In the absence of treatment, discharging non-Alzheimer’s disease dementia patients and 

their families too soon can be hazardous. Services told us that discharging those with Lewy 

body or frontotemporal dementia (where there may be significant symptoms concerning 

behaviour) without appropriate, specialist support can risk crisis. This is important given 

research has shown that a higher number of behavioural and psychological symptoms was 

found to be a predictor of higher unmet needs in people with dementia and therefore a lower 

quality of life.93
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People from South Asian communities may also be adversely affected in comparison to the 

wider population, as they are often referred to inappropriate support that does not recognise 

their cultural needs and places too much focus on drug approaches to dementia.94

 

We have access to support through the GP and memory service, but the 

latter offers short-term intervention at crisis points then signs us off once a 

more stable position is reached. We can get referred back but support that is 

consistent and ongoing would be far more useful as the improvements after 

each intervention are only short lived.

Carer of person living with dementia

It is important that all services are designed to provide an equal offer of support for all 

subtypes, including appropriately timed discharge and provision of interventions, and that 

the needs of ethnic minorities are not forgotten.

Peer support and social contact
People affected by dementia value peer support and social contact,95 yet 

research shows there is a clear unmet need in this domain.96,97,98

One study exploring the needs of people affected by dementia found 50.7% and 39.5% of 

people reported an unmet need in daytime activities and company, respectively.99 This 

consequently contributed to a higher level of unmet need, with a resulting negative impact on 

quality of life.100 Our own survey found that one in five (21%) said they currently lack receiving 

peer support and almost one in three (31%) lack receiving support to maintain their social life.
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One study evaluating peer support groups in London found these groups produce a social 

value greater than the cost of investment, providing a return on investment of up to 400% by 

reducing loneliness and isolation as well as reducing stress and care burden for carers.101

Those from South Asian communities reported a specific benefit of peer support, 

particularly knowing others from the same community – in which dementia may not be 

explicitly recognised – are going through similar experiences.102

Social prescribing can facilitate access to peer support groups and activities that 

enable people to live well with dementia. Delivered within primary care networks, social 

prescribing was brought in to support more personalised care and reduce the burden on 

primary care. Around one in five GP appointments focus on non-health needs (an implied 

cost of nearly £400 million to the health service) and 80% to 90% of health outcomes are 

linked to social determinants.103,104 Six out of ten GPs (59%) believe that social prescribing 

reduces their workload,105 and research has shown that following referral, the intervention 

can reduce demand on GP services by 28%.106 Additional research suggests this could be as 

high as 70%.107

Service users report that the intervention brought a personalised provision of care and 

enabled the setting of goals and priorities that focus on gradual and holistic changes beyond 

‘health’.108 Other positive outcomes include improved quality of life and emotional wellbeing.109

Around 30% of social prescribing work is with people with long-term conditions.110 However, 

speaking with commissioners, we found that people with dementia may be routinely 

missing out on a social prescribing intervention, with local delivery focusing more on other 

patient cohorts. 

 

You go into a GP practice for a few hours, look at the people there, it’s mostly 

older people – so why have they been left out of this type of support? Our GP 

lead said he’s seeing such isolation in older patient cohorts – for some people, 

a GP would be the only person they would see as they have no family or friends 

and that’s where social prescribers can really help.

Commissioner

Furthermore, specific patient groups may be particularly disadvantaged from accessing 

social prescribing – referrals were at least 1.4 times lower for people from non-white 

ethnic backgrounds.111

People with dementia missing out on social prescribing interventions is likely due to the 

lack of guidance within the national primary care network contractual arrangements for 

social prescribing link workers.112 We have heard of some local service delivery examples 

that aimed to mitigate this by having memory services automatically refer people with 

dementia to social prescribing link workers. Additional guidance by NHS England on 

delivery of social prescribing link workers may be necessary. This will also support NHS 

England to meet its own internal target to introduce 4,500 link workers by 2023/24. At the 

end of the second quarter of 2021/22, there were just 436 of these workers, where there 

should have been at least 2,000.113
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Care continuity
Research shows that people value continuity when receiving post-diagnostic 

support,114 yet our survey found that two-thirds (65%) are not getting support 

that is consistent and ongoing. 

National guidance recommends that following diagnosis people with dementia are provided 

with a single named health or social care professional who is responsible for co-ordinating 

their care.115 This is important given that the complexity of dementia requires the involvement 

of many services and professionals. It may also have other benefits; research suggests a 

care management approach means 18% fewer people needing residential care after two 

years.116 In most instances, GPs will be the professional responsible for co-ordinating a 

person’s care.

 

For mum’s care it was the lack of continuity. Mum had suffered with psychosis 

and when the mental health team got involved, I thought mum would be under 

their care forever, but they said she’s been signed off. I don’t understand as 

dementia isn’t going to get better. Every time she had a fall, we phoned an 

ambulance and sent her off to hospital. Even though we felt bad for doing it,  

we did it just to get her back in the system.

Carer of person with dementia

The 2021 GP Patient Survey found that people with dementia are 20 percentage points more 

likely to report having a particular GP they usually prefer to see or speak to in comparison 

to all patients.117 This is welcome data as we know people value seeing the same GP 

consistently and doing so has many benefits.

A higher continuity of GP care is associated with safer prescribing as well as reduced risk of 

delirium and incontinence.118 Having a named and regular GP is associated with lower use of 

out-of-hours services, fewer hospitalisations and lower mortality.119
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However, pressures at primary care level can mean that people may not be able to see the 

same GP as often as they’d like or need. A recent study found that just 29% of people with 

dementia and 39% of carers said they had a health professional to contact should they need 

support at any time.120 Moreover, GPs have previously reported low confidence in providing 

care for patients with dementia, particularly in the post-diagnostic stage.121 Throughout our 

engagement, carers reflected that the onus was often on them to co-ordinate their loved 

one’s care.

A dementia support worker role (also known as Dementia Advisers or dementia navigators) 

can address support gaps that may exist within primary care. They could act, as per national 

guidance, as the nominated lead professional following diagnosis, ensuring a smoother 

transition from specialist care to primary care. Dementia support workers have knowledge of 

a range of available local services, providing advice and information for people with dementia 

and their carers, and ensure people can access wider care and support services as needs 

change and become more complex. 

Importantly, they have been shown to create positive outcomes such as a reduction in carer 

burden and improved quality of life.122 Dementia support workers are also cost-effective  – 

every £1 invested in these roles results in almost £4 worth of benefits, primarily through 

reduced pressure on mental health services due to carer breakdown, increased information 

and knowledge for carers and improved peer support.123 Better links to a navigator-type role 

can also address information and social engagement needs.124

 

Support should be ongoing with one professional to be a point of contact. We 

need to build relationships with those that support us and, in doing so, build 

trust. With trust comes openness and honesty when things are not so good.

Person living with dementia

Professionals we spoke to highlighted the benefit of dementia support workers, primarily 

through providing dementia expertise and addressing low-level support needs that may be 

unable to be fulfilled within primary care. 

 

We offer a lot of support right at the start because we’re commissioned to do so 

but the cohorts we’re diagnosing are fairly early on in their disease progression. 

So, what you get is people not wanting support because they don’t need it and 

then when they finally need it, they’re not with our service. We need a system 

where we can keep people on the books – then you can drip feed support as 

and when people require it.

Memory service professional

People from South Asian communities reported benefits of a dementia support worker 

service, particularly if they are enabled to link in with communities and access culturally 

appropriate care through informal community networks. This in turn facilitates a person-

centred approach to dementia care.125
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Given the importance and benefits of dementia support worker services it’s important that 

local areas reduce barriers to accessing the service. They should consider automatic referral 

from secondary care (where referral is typically lower than from memory services) and 

integration of the service within primary care networks. 

Areas should also consider community link worker elements as part of this role in areas of 

high ethnic minority populations.

Cognitive stimulation and managing  

cognitive decline
Our survey found that nearly half (47%) of respondents lack support that helps 

them to use their cognitive skills. We also found that 53% of carers reported a 

worsening of their loved one’s memory over the last year, and 28% reported a 

worsening of their loved one’s orientation.126

Managing cognitive decline can help with the functional ability of people with dementia and 

research suggests those who have greater functional impairment are less likely to live well 

with the condition.127 National guidance prescribes that people affected by dementia should 

be assessed for emerging dementia-related needs at primary care appointments and be 

asked if they need additional support.128 However, people affected by dementia told us this 

was not routinely happening, with lack of knowledge of available community services within 

primary care noted as a particular barrier.

Cognitive stimulation therapy (CST), a recommended treatment in national guidance, is not 

widely available in England. A recent national audit of memory services found that a quarter 

(25%) of services did not provide it or were unable to refer to another service for the therapy. 

However, of the patients offered CST (46%), just half (54%) accepted the treatment.129

CST is one of only a few recommended treatments nationally, so it is important that the 

intervention is a core part of the post-diagnostic support offer locally. It is also important 

that the benefits of the treatment are explained to people with dementia to promote 

take-up when it is offered.

Carer support
People affected by dementia value carer support after diagnosis,130 but over 

two-thirds (68%) of our survey respondents told us they are not receiving  

carer support.

The burden of caring for someone with dementia primarily falls on unpaid, family members. 

Despite the immeasurable support that carers provide to people living with dementia, our 

engagement found that they could not routinely access care and support in a timely way. 
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I found it very hard to come to terms with the fact that I was now a full-time 

carer. It really is a 24/7 job. I feel stressed every waking minute.

Carer of person with dementia

The complexity of the health and care system means carers routinely miss out on support 

for themselves, and the support they are offered can often be unsuitable.131 Carers told us of 

often having to research information by themselves, which consequently limited their ability 

to provide care for their loved one or look after themselves. Particular support gaps included 

information on benefits, lasting power of attorney, home and respite care services, social 

care support such as a carers’ assessment, as well as information on available emergency 

support when crises arise. One in four carers (26%) reported that the health and social care 

support for their loved one has got worse over the past year.132

 

As the carer, I feel at sea, trying to find answers that must be there. My 

husband feels fine I am fine – but there should be clear pathways to help and 

support and readily available information on how the illness progresses… 

Currently the wellbeing of my husband and I depends 100% on how well I’m 

doing my homework.

Carer of person living with dementia

While Covid-19 inevitably had a significant impact on the provision and availability of support 

groups for carers, people told us they wanted a consistent provision of support as opposed 

to intermittent support that often occurs right after the point of diagnosis.

 

I feel it would have been of great help for someone to sit with me as a new, 

elderly carer and explain what is involved and what my needs might be. 

Someone to point me towards help or make actual links instead of lists on an 

email.

Carer of person with dementia 

Interventions that enable carers to cope are cost-effective.133 Evidence includes work that 

shows a £14,000 reduction in costs of residential care if psychosocial care is given to carers 

(through a 200-day delay in need for residential care).134

However, an audit of memory services found over a quarter (26%) of services were unable to 

provide or refer on for carer psychoeducation and, of the services that could, in 45% of cases 

it was deemed inappropriate.135 As per national guidance,136 areas should ensure that carer 

support – including information, interventions and support groups – is a key pillar of the post-

diagnostic offer locally. 
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My husband, David, was diagnosed right at 

the beginning of the pandemic in March 2020. 

Previously we had been away for Christmas 

with family, but he was asking where we were 

going when we left the house. My sister, her 

husband and my son mentioned that he was 

becoming forgetful. There was one time 

when he was driving on a motorway; I told 

him we had to get off at a certain junction 

and he started to panic and indicated the 

wrong way. I think that really shook him as 

the next morning he said he wasn’t going to 

drive again, so I think he noticed himself that 

something wasn’t quite right. 

We booked an appointment with our GP who 

did some memory tests, but he scored well 

on it. We were then referred to the memory 

service who did some more tests and they 

showed us the brain scan which looked like 

mixed dementia – Alzheimer’s and vascular 

dementia. We were told about medication 

and the memory service called us four 

weeks later to see how he was coping on it. 

After that, nothing. That was it, no support, 

no referrals to anywhere, no information. 

That was 15 months ago. 

There was a time when David was seen in 

A&E and had got a UTI from a catheter while 

in there. At hospital a doctor asked me, ‘what 

care package do you have?’ I didn’t know 

what they were talking about. Eventually, he 

was discharged but experienced delirium 

whilst I was looking after him at home. The 

surgery sent out a paramedic to help and 

again I was asked, ‘what care package do 

you have?’ It was at that point I was finally 

told what care was available to me and 

David. But why wasn’t I told about this 

earlier? Why did I have to struggle by myself 

for 15 months alone and without support?

We eventually had a care package put in 

place, which was an absolute life saver. I 

can now get some respite to just focus on 

things I can’t do when looking after David. 

But it shouldn’t take an A&E admission to 

find out about and access the support we’re 

entitled to. Overall, it took two years to get 

the social care support I and David need, and 

I had to battle to get every last thing. That’s 

not even to mention the cost of care, which 

is continually hanging over me. David’s GP 

has been excellent, however, as he always 

pushed for the extra care and support we’ve 

needed but there’s only so much he can do.

What would’ve been useful at 

diagnosis is information on dementia 

and what’s available locally to support 

us. At that point I needed to know 

about progression; what could I 

expect? What did I need to plan? 

Knowing is half the battle.  

I think someone to speak to face to 

face would’ve been really helpful – 

someone with experience of dementia 

to help me prepare for what’s in store. 

David’s short-term memory is really bad 

now. He’s forgotten his motor functions, 

basic things like sitting down or lifting his 

leg. That’s what people need to prepare for 

because it’s incredibly difficult to support 

someone. All of these things I wouldn’t have 

imagined would be a problem and they came 

as a terrible shock. But I just got through it 

because I had to; we spent our lives together 

so I want to ensure he’s as safe and well as 

he can possibly be.

Caring for someone with dementia takes a 

terrible toll. At points, I’ve cried and been at 

the end of my tether. You hear about people 

with dementia, but until you go through it 

yourself, you just don’t know.  

Case study
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What is the 

impact of 

support needs 

not being met?
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Hospital and mental health 
admission – ‘the avoidance of 
unnecessary hospital admissions 
should be a pillar of living well  
with dementia’
What was clear throughout our engagement with people and professionals 

was that people’s support needs were not being met, with a postcode lottery 

in the provision of support across the country. In our survey, just one in ten 

respondents (12%) said they are receiving all the support they want or need. 

GPs, commissioners and memory, community and acute services overwhelmingly reported 

that the risk of crisis increases when support needs go unmet, particularly hospitalisation. 

Addressing support needs within the community is especially important given almost nine in 

10 hospital admissions of people with dementia (88%) in 2020/21 were of people who lived in 

their own homes.137

People with dementia experience worse outcomes when admitted to hospital than those 

without the condition.138 Research shows that, in comparison to those without cognitive 

spectrum disorders, people have a higher 30-day mortality rate (13.6% v 9.0%), one-year 

mortality rate (40% v 26%) and readmission rate (62.4% v 51.5%).139

Professionals spoke of the overwhelming need to prevent admissions given the adverse 

outcomes people can experience, particularly if they are admitted for longer than two days. 

Data for 2020/21 shows that almost one-third (31%) of all admissions of people with dementia 

were between two and seven days, 19% between eight and 14 days, 13% between 15 and 30 

days and 4% over 31 days.140 A third of admissions (32%) were for one day or less, suggesting 

better community care could have prevented admissions altogether, reducing system 

pressures and improving patient experience.

 

I’ve rarely seen people go into hospital and come out better than when 

they came in – they might have their pneumonia sorted but really come out 

worse in terms of their functional ability. The ones who stay longer than a few 

days, universally come out worse… The avoidance of unnecessary hospital 

admissions should be a pillar of living well with dementia.

Consultant

Evidence suggests that hospital admission of people with dementia is strongly associated 

with multimorbidity (having two or more health conditions), polypharmacy (being on multiple 

medications), lower functional ability, unintentional weight loss and falls.141,142 Urinary tract 

infections, pneumonia/chest infections and delirium as well as falls – common reasons for 

admission – are potentially preventable admissions.143,144
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The Hospital Episode Statistics dataset shows that between 2015 and 2020, there were:

137,235

85,971

26,791
106,684

356,681

admissions for chest infection/pneumonia 

admissions for urinary 
tract infections145

admissions for delirium

admissions for falls

admissions in total for people living with 
dementia for just these four conditions

Professionals told us, given the complexity of dementia, the costs of hospital admissions 

for people with dementia are often more expensive than for those without the condition. 

This is backed up by research suggesting hospital costs are 15% higher among patients with 

dementia compared to those without.146 Our analysis of Hospital Episode Statistic data for 

admissions of people with dementia shows a stark economic cost to local health systems 

and the NHS. 

Using the National Schedule of NHS Costs in 2019/20, we calculate the six-year cost (2015 

to 2020) of these admissions to be almost £1 billion (£987,966,865). As discussed, one-third 

of admissions are short stay (0-1 days), which suggests that these people did not need 

acute health support but could rather be kept out of hospital through provision of better 

community care. Preventing these short stays would have meant a saving of around £326 

million for the NHS between 2015 and 2020. 

 

Personally, it’s the out of hours which is the problem. My dad had really bad 

sundowning and when you’re trying to get that sorted at seven or eight o’clock 

at night, people just palm you off on 111 or say go to A&E. It seems like you can 

only have dementia Monday to Friday, nine to five.

Carer of person living with dementia

Similarly, commissioners and acute services told us they increasingly see avoidable mental 

health admissions of people with dementia. The complexity of dementia means people are 

likely to experience increased behavioural and psychological symptoms – up to 90% of all 

people with dementia experience such symptoms over the course of their illness.147 The 2021 

GP Patient Survey found people with dementia were 35 percentage points less confident 

managing any issues arising from their condition in comparison to the general population.148 

Similarly, our survey found 41% of people said they were not at all confident managing their  

or their loved one’s dementia. 
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Carer breakdown – ‘there is no 
area of my life that hasn’t been 
affected’
Our engagement found carers regularly reaching breaking point, stressed 

and unable to cope with the demands of caring. Carers’ mental, physical and 

emotional wellbeing deteriorated as a direct result. Despite this impact, carers 

still experienced feelings of guilt when they could no longer safely care for their 

loved one and consequently moved them into residential care.

Research suggests that more severe caregiver burden was associated with higher rates of 

hospital admission.149 The impact of Covid-19 has certainly exacerbated caregiver burden, 

with carers spending 92 million hours caring for loved ones with dementia in just the 20 

weeks between the start of the first lockdown and August 2020.150

 

I’m exhausted, worried, angry, frustrated and nobody seems too interested.  

In the middle of the night, struggling to get my wife, in pain, partially incontinent, 

out of bed and to the toilet I feel desperate, utterly shattered and alone.

Carer of person living with dementia

 

We know a lot of people didn’t get the right support during Covid when they 

should’ve. What we found was carers turning up at Accident and Emergency 

saying they couldn’t cope.

Commissioner

During our engagement, we found that voluntary, community and mental health services 

were cut or reduced due to the pandemic. 54% of carers reported to us reaching crisis 

point over the last year due to a lack of necessary support, with 22% reporting this was 

due to their loved one being admitted to A&E with a crisis in their healthcare. Additionally, 

18% reported having to call family and friends for emergency help because they could not 

cope and 13% needing emergency social care intervention.151 This meant carers struggled 

to access appropriate support, particularly at point of crisis. Research suggests that 

the complexity of post-diagnostic support pathways means carers routinely miss out on 

support for themselves, with the diverse range of services providing support contributing  

to this complexity.152

 

There is no area of my life that hasn’t been affected.

Carer of person living with dementia
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Inevitably, this leads to carers being admitted to either hospital or mental health services. 

Strikingly, we heard that when carers were admitted to hospital, the person with dementia 

was also admitted despite having no clinical reason for being there as there were no 

alternative community support measures available.

 

The pressure I feel under to keep everything ticking along like medication, 

appointments, making sure that my husband is safe, cared for and maintaining 

some quality of life is exhausting.

Carer of person living with dementia

Carers of people from South Asian communities reported the wide-ranging impacts of caring 

for a person with dementia without appropriate cultural support, which included mental, 

physical, social and financial impacts. Despite being resilient, many carers reported feelings 

of isolation, loneliness, anxiety and depression. Some reported a double impact of not 

receiving cultural support from formal services or support from their own faith communities, 

many of which do not recognise dementia as a condition.153

 

Services can’t help us because they don’t have the resources or understand our 

needs. The community aren’t educated enough to provide us with any support.

Carer of person with dementia

As previously discussed, dementia adviser support roles help reduce carer burnout – a 

return on investment of almost £4 for every £1 spent is primarily gained by the reduction of 

carer breakdown.
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Deterioration – ‘He has survived 
Covid, but no longer knows me, 
and makes little sense’
While dementia is a progressive condition, people told us they believed their 

loved one’s condition had deteriorated at a quicker rate during the Covid-19 

pandemic. Our survey found 84% of carers reported a decline in the health 

and wellbeing of their loved one in the past year, with one in four (27%) 

describing this decline as unmanageable.154

This supports recent research that found people with dementia experienced perceived 

negative impacts due to the pandemic, including on their functional skills and ability to 

engage in self-care and manage everyday activities.155

The median time to someone with a dementia needing to be admitted to a care home or 

similar is 47 months after diagnosis.156 Predictors of people needing care home support more 

rapidly include severity of dementia, greater functional impairment, greater unmet needs in 

activities of daily living, severity of behavioural and psychological symptoms, fewer caregiving 

hours and higher caregiver stress.157,158

People with dementia who are cared for by their partner move into a care home around two 

and a half years later, emphasising the importance of carers in enabling people to remain 

independent in the community.159 Additional research suggests having a spousal carer makes 

care home admission 20 times less likely over a one-year period.160

 

Covid-19 has played an instrumental role in finding our new normality. The 

impact has been a clear deterioration in my mum’s mental and general health. 

Isolation has played an awful role.

Carer of person living with dementia

Carers reported to us that they believe the inability to access care and support during 

Covid-19 contributed to their loved one moving into a care home quicker than they would 

have if they had had support. This was particularly the case when physical and cognitive 

needs went unmet. They also saw their inability to source care for themselves had a negative 

impact on the care they could provide to their loved one. Research shows that many carers 

were caring beyond capacity.161

This view was supported by commissioners, GPs and community services, who said they 

saw faster deterioration of people with dementia during Covid-19. Academic research 

also found people with dementia were particularly vulnerable during Covid-19 to losing the 

benefits of support, such as socialisation, keeping active and peer support, with a resulting 

impact in terms of loss of cognition and memory and increased confusion.162
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I think if people do get the right support, it would delay institutionalisation. 

We’ve noticed this in the pandemic – people’s support systems have been 

taken away from them, and now they’ve deteriorated at a quicker rate.

Commissioner

Outside the context of Covid-19, people from South Asian communities expressed a lack 

of culturally accessible support, which meant they were unable to access services to help 

manage the decline of dementia, with some expressing this directly contributed to the 

deterioration of their loved ones.163

 

She’s suffering so much. Her decline is rapid because of the lack of support 

she has had… My mum has worked in this country, she’s paid her taxes and 

now she’s old and in need of care, there’s nothing for her.

Carer of person living with dementia

How can crises be reduced?
People and their families can often cope and live well with dementia, meaning 

they will present with low-level needs. However, the progressive nature of 

dementia means people’s needs will increase over time and the majority of 

people with the condition will need more specialist support and intervention 

at some point. 

Yet the fragmentation of services means specialist support is often difficult to access, 

particularly in a timely manner. This can result in a reactive approach to dementia care with 

support provided only at crisis point. Similarly, co-ordination at primary care level currently 

lacks dementia specialist input, preventing people with dementia being offered ongoing, 

crisis-preventing support. 

In terms of providing targeted, timely and proactive support to people affected by 

dementia in the community, we found a stepped model of post-diagnostic support was 

effective. This echoes findings from recent research.164 Models of post-diagnostic support 

incorporating a stepped model of care were found to improve care co-ordination, delay 

transitions into residential and nursing care, reduce inappropriate hospital admissions (both 

acute and mental) and improve the physical, emotional and mental wellbeing of people with 

dementia and their carers.165,166

A recent systematic review found that a specialist nurse-led case management approach 

(that bridges the interface between primary and secondary care) was the most promising 

primary care model of dementia support, in terms of both person-centred outcomes and 

care costs.167
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A dementia support worker service can be the first point of contact for people, offering low-

level support for the ongoing management of their needs, such as information provision and 

signposting. More intensive support could then be offered when needed through specialist 

roles such as an Admiral Nurse or advanced nurse practitioner. These health professionals 

can co-ordinate care between primary and secondary services and manage care transitions 

such as hospital admissions and discharge.168 Once intensive support is no longer required a 

person would then be ‘stepped down’ back to the dementia adviser.

‘Stepped’ care should be developed as a core offer of post-diagnostic support locally and 

be delivered within primary care networks to support primary care management of people 

living with dementia. They would ensure that people experience co-ordinated care, accessing 

community services and interventions as seamlessly as possible.

Such models would also reduce carer breakdown, ease current system pressures on hospital 

discharge and support people to remain in their own home. 

This is important given 75% of all people 

with dementia who were discharged from 

hospital between 2018/19 and 2019/20 

returned to their own homes.169

When crises do arise, there is a need for local areas to provide intermediate and rapid 

response crisis teams, filling a support gap between the community and acute care 

setting. This would reduce unnecessary carer breakdowns and hospital and mental health 

admissions, as well as premature admissions to care homes. 

Left to Cope Alone 43

79 of 189



Under the NHS Long Term Plan, urgent community response teams are designed to 

deliver emergency intervention to support community care in the event of an individual 

health crisis. The aim is to provide immediate support at a person’s home or care home to 

reduce unnecessary emergency admissions to hospitals. It’s important that NHS England 

commit to a review of provision of the service to ensure that all people are able to access 

the service if needed.

We recommend urgent community response teams have geriatrician input, with 

appropriate dementia training, to support those with dementia living in the community. 

We also urge NHS England to commit to a timeline to bring in the second phase of the 

urgent community response service, namely reablement packages offered within two 

days of the crisis occurring, to ensure that people with dementia receive longer-term 

support to recover from a crisis episode. Without this, emergency admissions are at risk 

of being merely deferred, not prevented.
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Conclusion
The voices of 2,000 people affected by dementia 

sit at the centre of this report. Their experiences 

show that people are struggling to access the right 

post-diagnostic support to meet their medical, 

social and emotional needs.
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The main driver for a dementia diagnosis is that it facilitates access to care and 

support that enables people to manage and live well with a complex condition. 

Driving up diagnostic rates without investing in post-diagnosis support results 

in people with dementia feeling unsupported after their diagnosis.

This report makes a clear set of recommendations that span the scale of post-diagnostic 

support, from the vital annual dementia review and the innovative post of a dementia 

support worker through to support from allied health and mental health professionals.

We believe that if integrated care systems work to commission care that meets these 

recommendations at the level of ‘place’ or primary care network, people affected by 

dementia will have a much greater quality of life. In addition, systems are likely to see 

significant pressure lifted from current bottlenecks such as in GP and acute care capacity.

With the advent of integrated care systems, along with the upcoming Department of Health 

and Social Care’s new national dementia strategy, we now have a genuine opportunity to 

bring together all post-diagnostic support services and provide people living with dementia 

with the integrated support they both need and deserve.
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Best practice

Bristol Dementia Wellbeing Service
The Bristol Dementia Wellbeing Service provides post-diagnostic 

support to people affected by dementia in Bristol. It is a primary 

care-led, ‘stepped’ model of post-diagnostic support for people 

affected by dementia until end of life. 

Every GP practice has a named dementia practitioner and dementia 

navigator. All people receiving the service are allocated a navigator, who 

acts as a support worker and named point of contact for the service. 

The navigator:

 ■ Provides guidance and flexible, tailored practical and  

emotional support

 ■ Explores service user’s changing needs and supports advance  

care planning

 ■ ‘Checks in’ with people every six months, meaning they can receive 

information that is tailored in its timing and content 

 ■ Facilitates access to local groups and activities in the community 

as a way of enhancing connection and quality of life, alongside 

signposting to other agencies

 ■ Co-produces a ‘wellbeing plan’ with the person and their carer(s)  

and families

 ■ Helps people to access carers’ assessment to recognise the 

individual needs of carers.

If people’s needs exacerbate or become more complex, they are 

then ‘stepped up’ to a practitioner (a qualified health and social care 

professional), who: 

 ■ Supports people’s care network and manages changing needs

 ■ Reviews the medical aspects of a person’s care plan

 ■ Supports care transitions such as hospital discharge

 ■ Where necessary, will work jointly with psychiatry to provide  

further assessment and treatment.
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The service also has access to psychology staff who can 

provide targeted one-to-one or family-based interventions. An 

additional post-diagnostic team provides one-to-one or group 

interventions such as cognitive stimulation therapy. The service 

has also built up good working relationships with local social 

care and a small team of navigators are also trusted assessors 

for the local authority. Similarly, the majority of people’s needs 

are assessed in a home setting, enabling the service to get a 

detailed understanding of how people are coping in their own 

surroundings. This enables people to access social care support 

in a timely way.

The stepped model of care, as well as integration of services 

between health and social care, means people are supported in 

a person-centred way by maintaining their independence and 

supporting their quality of life. The service also actively engages 

in outreach work with seldom-heard communities to break down 

stigma associated with dementia and to better understand the 

needs of communities and adapt service provision accordingly. 

The seamless, stepped model of care means that the service can 

proactively identify needs as they arise, which has many patient 

and system benefits. Despite an increasing caseload since 2015, 

there has been a reduction in the average number of monthly 

admissions to mental health inpatient beds. This suggests that 

people are being kept well for longer in their own homes. 

When people do reach crisis requiring an acute or mental health 

admission, the service has access to two social care ‘flexi-beds’ 

which are used to prevent inappropriate admissions due to 

breakdown in social care provision. The service jointly manages 

these beds alongside local social care and actively supports 

people to access them. 
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Best practice

Islington Memory and Dementia 
Navigation Service
The Memory and Dementia Navigation Service is Islington’s 

pre- and post-diagnostic support provision for people affected 

by dementia. The London borough offers a ‘stepped’ model of 

post-diagnostic support, with the local NHS trust providing both 

dementia navigators and nurse-level intervention. The service is 

supported by a multidisciplinary team of doctors, nurses, dementia 

navigators, psychologists and psychology assistants. It currently has 

over three-quarters (77%) of the estimated number of people with 

dementia in the area on its books.

After diagnosis, people will be offered a post-diagnostic review, 

which usually occurs around four to six weeks after diagnosis. They 

are given a signposting pack about available community support 

in the local area. In the initial stages after diagnosis, carers are 

offered STrAtegies for RelaTives (START) by the psychology team. 

This is a psychoeducation intervention that aims to develop coping 

strategies for carers of people with dementia and has been shown 

to reduce anxiety and depression in carers. People are also offered 

one-to-one psychology support, as well as cognitive stimulation 

therapy. The service offers equity in its support provision, with all 

people affected by dementia being offered these interventions 

regardless of their subtype.

People can be referred into the service by their GP, hospitals and by 

self-referrals. People who have lower levels of need are allocated a 

dementia navigator who provides advice and guidance and facilitates 

access to community support and groups. People always remain 

under the caseload of the same navigator, improving the continuity 

of care as well as quality of support. Navigators work in primary care 

network localities, meaning they can liaise well with GP practices and 

support primary care provision of dementia care. If people’s needs 

exacerbate, they can be ‘stepped up’ to a nurse, who can manage 

more complex needs.
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Following this, people are, on average, reviewed every six months 

but the service offers flexibility on the timing of reviews according to 

patient need. During the review, people’s needs are assessed, and 

appropriate support measures are put in place, including advance 

care discussions. These reviews, and the overall involvement of the 

service, will continue until people either move into a care home, move 

out of the borough, or die.

As well as regularly reviewing people, the service runs a duty system 

during working hours. Patients and their carers are encouraged to 

call for support if there are any changes or queries regarding their 

dementia care and people are visited at home outside of the planned 

reviews as needed. This supports people to continue to live well in 

the community.

The service operates a biopsychosocial model of dementia support, 

undertaking a holistic assessment of people’s medical, emotional 

and social needs, which contributes to a more person-centred 

provision of care. It currently evaluates the impact of the service 

through patient feedback, though aims to develop an outcome 

measure to monitor people’s quality of life.

The service has forged good working relationships with the rest of 

the local NHS trust, such as with community mental health teams 

and the home treatment team, meaning people are able to access 

wrap-around care according to their level of need. It also has access 

to the emergency response team within the local trust, which helps 

reduce mental health and acute admissions in case of crisis.

Lastly, the service also plans to work with seldom-heard 

communities to improve awareness and understanding of dementia 

and reduce barriers to diagnosis and post-diagnostic support. This 

work, conducted by the whole of the multidisciplinary team, will 

involve providing outreach to different community groups.
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Best practice

Doncaster Accountable  
Care Partnership 
The Accountable Care Partnership provides post-diagnostic 

support for people diagnosed with dementia in Doncaster. It brings 

together all partners and services delivering support across the 

area, sitting under an alliance agreement. This includes Rotherham, 

Doncaster and South Humber NHS Foundation Trust, Age UK, 

Alzheimer’s Society, Royal Voluntary Service, Choices for Doncaster 

and Making Space. 

All people diagnosed with dementia locally are offered a referral to 

the post-diagnostic support service and people are only discharged 

if they move into a care home, move borough or die. Anyone can refer 

into the service including local memory services and community 

mental health teams as well as GPs and self-referrals. The local offer 

of support is a tiered and ‘stepped’ model of care with a single point 

of access. People’s support needs are assessed and, depending 

on their level of need, they are then allocated an Admiral Nurse 

or a dementia adviser. They are also able to access a befriending 

service, cognitive resilience intervention, young-onset dementia 

support and peer support groups. The service also has access to 

psychology input, which can provide support such as counselling for 

people and their family, helping people to deal with the immediate 

impact of receiving a diagnosis as well as supporting the challenging 

behaviours of dementia.

People with lower-level needs are allocated a dementia adviser, 

who provides information and guidance and enables access to 

community support. If people’s needs increase, they can be ‘stepped 

up’ to an Admiral Nurse who, for example, manages more complex 

needs such as liaising with local community mental health teams 

and co-ordinating care transitions such as a hospital admission. 
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The service has four whole-time equivalent Admiral Nurses as well 

as an additional Admiral Nurse who provides clinical leadership. 

Four dementia advisers work on a locality basis supporting the 

Admiral Nurses. 

The service is jointly commissioned by the local authority and the 

NHS. This makes it easier for system commissioning and patients 

experience more co-ordinated care, with services and organisations 

working in collaboration. Admiral Nurses are co-located within the 

community mental health team, liaising with other mental health 

and support teams. This helps mitigate crises and ensures people 

receive appropriate care and support in a timely way. The service 

also has access to occupational therapists who support people to 

remain as independent as possible.
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Best practice

Dorset Clinical Commissioning 
Group (CCG) 
Dorset CCG undertook a full review of dementia services from 

prevention to end-of-life. This was co-produced through a series 

of workshops with service users, service providers, statutory 

organisations and voluntary organisations. Participants identified 

where improvements can be made in the dementia pathway and 

how to improve the quality of services and the local dementia 

support offer. 

A key theme resulting from the workshops was that service users 

required more continuity of care and for service providers to work 

more collaboratively. There was also a need to support more 

community-based resources for people affected by dementia 

and reduce the impact on costly acute and specialist dementia 

bed admissions.

The area established dementia co-ordinators with dedicated young 

onset co-ordinators who are aligned to primary care networks. 

Each primary care network has a named dementia co-ordinator 

whose time allocation is based on the number of people on the 

dementia register in that area. These professionals provide lower-

level support such as advice and guidance but can also facilitate 

access to clinical support by working closely with other services, 

such as community mental health. This is particularly beneficial 

given people with dementia are likely to experience behavioural and 

psychological symptoms. 

Dementia co-ordinators will make contact within 10 working days of 

diagnosis, but GPs are also able to refer people to the service who 

have come from out of area. To support quick access to social care 

support, dementia co-ordinators can also make direct referrals for 

social care packages. 
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The CCG identified a need for rapid, crisis care which was the result 

of slow access into services other than through people’s local GP or 

A&E services. It noted that threshold requirements for crisis services 

often meant people did not access crisis support in a timely way. 

To reduce this, the CCG established a 24/7 crisis telephone helpline, 

providing support and guidance to people who can then be referred 

onto and receive appropriate services such as the dementia co-

ordinators, mental health services or social services. 

There was an overall decline of 18% in specialist dementia inpatient 

admissions between 2015/16 and 2018/19, which has been linked 

to the positive impact of the Intensive Care Service for Dementia 

(ICSD), designed to enable people to remain at home where possible. 

Intensive support is offered to patients in their own homes for up to 

six weeks to try to maintain them in their home environment, where 

possible. The ICSD works closely with the acute dementia ward 

meaning the team can manage patients’ needs better as well as 

supporting the discharge process. It is a cost-effective service and 

is estimated to reduce inpatient admissions by around 400 people 

per year. 

Together, these service changes lead to projected cost savings 

of around £2 million per year, much of which could be reinvested 

into the health and care system. Most savings come from reduced 

inpatient admissions, across both acute and specialist dementia 

beds, as well as fewer Mental Health Act detentions, reducing the 

money spent on Section 117.
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Methodology

Literature review
We undertook a thorough literature review of over 100 resources including research papers, 

existing pathways and key documents relating to post-diagnostic dementia support to 

identify key outcomes people value from support after diagnosis.

Engagement with people affected  

by dementia 
Following the literature review, we identified nine outcomes people affected by dementia 

value from support after diagnosis, as well as seven outcomes health professionals value 

from annual dementia review. 

Between 14 December 2021 and 19 April 2022, we ran an online survey of people affected 

by dementia. We asked respondents to rank the importance of these outcomes as well as 

asking about their experiences of accessing care and support after diagnosis. 

The survey had 914 responses: 

 ■ 66 (7.24%) were people with a diagnosis of dementia 

 ■ 711 (78.05%) were a family member and/or carer of someone with dementia 

 ■ 134 (14.71%) were ‘Other’, such as former carer. 

We also conducted a further survey via the agency Yonder in April 2021 to carers of people 

with dementia, looking at their and their loved one’s experiences of health and care during 

the pandemic. The survey had 1,041 responses.

We also conducted a survey of 89 of our staff working in our support services. The fieldwork 

for our staff survey took place across the whole of April and hosted on SmartSurvey.

Focus groups
Between December 2021 and March 2022, we ran a series of focus groups through our 

Dementia Voice team with people affected by dementia to explore their experiences 

of care and support. In total, we engaged with 11 focus groups, speaking to 72 people 

affected by dementia.

We also conducted interviews with an additional seven people affected by dementia.

In total, over 2,000 people affected by dementia contributed their views and experiences 

to this report.

Left to Cope Alone 56

92 of 189



External commissioning
In June 2021, we commissioned Dr Karan Jutlla to undertake qualitative research 

exploring the experiences of support after diagnosis within the South Asian community. 

Her methods included using a social media campaign to recruit research participants 

and a recorded, structured interview to gather evidence. This resulted in a final report of 

13 detailed case studies of people’s experience of care and support (12 carers and one 

person living with dementia).

We commissioned research on South Asian groups due to this demographic being one 

of the largest minority ethnic groups with dementia in the UK, with previous research 

showing significant unmet needs within this group. 

Engagement with healthcare professionals
To supplement our understanding of issues within the post-diagnostic support pathway, 

we conducted semi-structured interviews with a range of health service professionals. 

These included commissioners and professionals involved in providing dementia care, 

including GPs, neurologists, psychiatrists, psychologists, occupational therapists, hospital 

nurses and geriatricians. In total, we engaged with eight commissioners, six GPs and 25 

professionals from memory, community or acute services. 

We also surveyed our own support service staff including Dementia Advisers/Dementia 

Support Workers and Dementia Connect Local Service Managers.
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Foreword 

At Alzheimer’s Society, we’ve long focused our campaigning efforts on 
social care – and with good reason. The social care system doesn’t work for 
people with dementia. We will continue to demand political action until it does.  

We also know that people affected by dementia face several other issues in managing the 

condition. We consistently hear about people meeting hurdles at various points of the dementia 

pathway. From diagnosis to death, people are navigating a system that is disjointed and that 

doesn’t work as well for them as it does for people with other conditions. People living with 

dementia and their families are left to fight for the care they’re entitled to, whether it meets  

their needs or not.

This must change. As the UK’s leading dementia charity, we want to shine a light on the need to 

improve care across the dementia pathway. The number of people affected by dementia is rising. 

The number of carers and the burden on them is increasing. It’s vital that local and national actors 

use the evidence and recommendations in this report to set a higher standard of care across the 

dementia pathway. Historical barriers in the provision and accessibility of high-quality care must be 

overcome. Research for a future cure for dementia continues, but this doesn’t affect what needs 

to be done now: stop people with dementia falling through the gaps in the health and social care 

system and improve quality of life.  

This report is grounded in the voices of people affected by dementia.  
It also considers the Dementia Statements, which reflect the things 
people with dementia have said are essential to their quality of life.  
The Dementia Statements are: 

‘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.’

‘We have the right to continue with day to day and family life, without discrimination or unfair 

cost, to be accepted and included in our communities and not live in isolation or loneliness.’

‘We have the right to an early and accurate diagnosis, and 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.’

‘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.’

‘We have the right to know about and decide if we want to be involved in research that looks 

at cause, cure and care for dementia and be supported to take part.’1 

1

2

3

4

5
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This report benchmarks the experiences of people affected by dementia against current national 

policy. It identifies gaps in the care people are receiving, from pre-diagnosis to end of life. By doing 

this, it raises important questions about the current and future provision of dementia care.

The report highlights where previous Government commitments and ambitions have not been 

met. It also highlights where National Institute for Health and Care Excellence (NICE) evidence-

based guidance fails to become a reality. While professionals and services strive for the best, the 

complexity of dementia leads to variation in practice and a debilitating lack of ownership. 

This report calls on national and local governments, NHS England and local health systems to drive 

the changes urgently required to improve care and support for people living with dementia. We’re 

calling for a prioritisation of dementia care, and ambition to deliver the scale of change needed. 

Most of this report was written before the COVID-19 crisis. But we can’t ignore the significant impact 

the pandemic has had on people affected by dementia. It has showcased their distinct needs, as well 

as their reliance on both health and social care. The report therefore also looks at the impact of COVID-19 

on the dementia pathway. It serves as further evidence of the need for national leadership in order to 

build a more integrated pathway. We commit to working collaboratively with national and local stakeholders 

to deliver this, and we intend for this report to be used as a roadmap for how we get there. But it requires 

national leadership to coordinate and bring together the changes we so desperately need to see.

Kate Lee

Chief Executive
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Executive summary 

This report looks at four stages of NHS 

England’s Well Pathway for Dementia – 

Diagnosing Well, Supporting Well, Living Well 

and Dying Well. As the report assesses the 

pathway from diagnosis to end of life,  

it doesn’t focus on Preventing Well. 

It explores in detail what NICE and the Government say 

people in England should be receiving at each stage, and 

therefore the care and support they say will enable people  

to live well with the condition. We benchmark this against the 

experiences of people affected by dementia. 

Our research found that people aren’t consistently receiving 

good quality, integrated care and support that enables 

them to live well. This report highlights a series of issues 

facing people across the dementia pathway, and the many 

accounts we heard where care is not providing what’s 

needed. While there is good practice happening in parts 

of the country and significant progress has been made on 

improving dementia care and support over the years, there 

is still work to be done.
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The following list summarises the main issues at each stage of the pathway:

Diagnosing well:
 ■ People are being misdiagnosed, particularly younger people, or opportunities to 

identify dementia early are being missed. Referral processes can be confusing, 

with people feeling daunted about ‘what comes next’.

 ■ Variation between memory services and limited performance data can make 

the initiation of service improvement projects challenging. 

 ■ Delivery of a diagnosis, including a subtype and tailored information, is variable, 

and too often focuses on what people can no longer do, rather than what they can do.

Supporting well: 
 ■ Information provided at the point of diagnosis is not being delivered in the right 

way, if at all.

 ■ People are struggling to access a care coordinator. This could significantly help 

people navigate the complexity of the health and social care system to get the 

right care and support.

 ■ Care planning, including advance care planning, if undertaken, can be insufficient 

and dementia-specific needs are not considered. This is made worse by a lack 

of integration of care and support plans.

 ■ The provision of post-diagnostic support interventions – those that exist from 

national guidance and based on clinical evidence – can be variable and inappropriate.

Living well
 ■ People receive limited access to coordinated, proactive and ongoing care and 

support. Follow-up care is not the same for everyone living with dementia, and 

many people are left to manage their condition themselves. 

 ■ Many people receive most of their support from their primary informal carer, 

but carers are struggling to access support services for their own wellbeing.

 ■ Hospital and care homes need to identify and accommodate dementia specific 

needs. They must ensure access to the right services at the right time.

Dying well:
 ■ Dementia is a terminal condition, meaning those with the condition will live 

with it until death. Despite this, people often struggle to access palliative care, 

including end of life care. 

 ■ Advance decisions are sometimes ignored, meaning the interests of people and 

their wishes at end of life are not being fulfilled.

Dementia is a term that covers a range of different symptoms and diseases. Each of these will 

be different according to the subtype of dementia that someone has. One person with dementia 

will not experience their condition in the same way as another person with dementia. This means 

their progression through the pathway will also vary. This doesn’t mean that people diagnosed with 

dementia should receive insufficient and disjointed care. 

This report shows the need to drive change at various stages of the dementia pathway. It outlines 

the gaps in care and support. It identifies the actions that can be taken to provide more integrated 

and streamlined care, ensuring access to services.  It also highlights many examples of good practice 

from across the country, so that these can be learned from and adapted to local contexts.
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Introduction

There are currently 850,000 people living with 

dementia in the UK.2 This is set to rise to  

1.6 million by 2040.3 The scale and the need 

to prevent, diagnose, support, live and die 

well with dementia will only become greater. 

Prevention is a critical part of the dementia pathway. With 

costs of care reaching nearly £35 billion,4 it’s vital to take all 

actions possible to reduce cases of dementia. This must be 

done both by improving public awareness and understanding 

of the risks for developing dementia, and by ensuring that 

awareness-raising activity reaches a wide audience across 

society. However, this report doesn’t cover dementia risk 

reduction. It assesses the dementia pathway from the point 

of experiencing symptoms onward, setting out what makes 

good care from pre-diagnosis to end of life. 
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Dementia is a progressive neurological condition. It occurs when the brain is damaged by diseases 

(such as Alzheimer’s disease) or by a series of strokes. The symptoms of dementia can include 

memory loss and difficulties with thinking, problem-solving, language and physical function.  

The specific symptoms that someone experiences will depend on the parts of their brain that  

are damaged and the underlying cause of their dementia. The rate of progression will also vary  

from person to person. 

Dementia causes complex cognitive and behavioural symptoms and is unpredictable. 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, with more focus on the early stages of the 

pathway, and less focus on the later stages, where people find it harder to access appropriate care 

and support.

Despite this, there are a range of policy documents and guidance that 
set a benchmark for what care people with dementia should expect: 

 ■ The National Institute for Health and Care Excellence (NICE)  

guidelines5 are evidence-based recommendations for health and care 

commissioners and providers in England. They set out what care and 

services are most suitable for people with specific conditions, including 

people with dementia. Guidelines ensure people receive care that’s 

based on the best available clinical evidence. They also ensure health 

and social care professionals meet standards when delivering services. 

 ■ The Prime Minister’s Challenge on Dementia 20206 sets out more 

than 50 commitments that aim to make England the world-leader in 

dementia care, research and awareness by 2020. It includes priority 

actions across four themes: risk reduction, health and care, awareness 

and social action, and research. While this strategy is nearing its  

conclusion, it’s important to reflect on whether those commitments 

have been achieved. 

 ■ The Department of Health and Social Care’s ‘Joint declaration on 

post-diagnostic dementia care and support’7 is a shared commitment 

between government, health, social care, the third sector and other 

relevant partners to deliver better quality post-diagnostic support for 

people affected by dementia. 

Another key document is NHS England’s ‘Universal Personalised Care: Implementing the 

Comprehensive Model’.8 This outlines how the NHS in England will change the scale and delivery  

of personalised care. It’s a whole-system approach that aims to integrate services around the 

person. It will therefore directly affect post-diagnostic support for anyone with dementia from 

diagnosis to end of life. However, this report doesn’t include analysis of Universal Personalised Care. 

The transformative changes, though underway, aren’t planned to be implemented until 2023/24. It 

will, therefore, be explored in a separate piece of work.
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This report considers current provision of dementia care, but it was mostly researched and written 

before the COVID-19 crisis. It assesses whether the expected standards set out by NICE, the 2020 

Challenge and the joint declaration are being met, and whether people are receiving effective 

care right now. It explores whether people with dementia are truly benefiting from health and care 

services in their current form. And it identifies the gaps in the system that need to improve. This has 

been carried out across the dementia pathway, using parts of NHS England’s Well Pathway  

to structure the analysis.  

Although a high-level dementia pathway has been developed, in practice it can’t apply to everyone 

in the same way because individuals will have different needs. NHS England’s Well Pathway provides 

a loose framework for the design of services and local pathways, but there is still confusion around 

what each section involves. Diagnosing Well and Dying Well are easier to classify, but the differences 

between Supporting Well and Living Well are less clear. In this report, we’ve taken Supporting Well 

to mean immediate support needs, up to around one year after diagnosis. Living Well covers the 

support a person may receive from around a year after diagnosis up to the point they reach the  

end of life.

Throughout this report, a consistent theme is a lack of clarity around roles and responsibilities 

within dementia care. NICE guidance has no statutory grounding, and despite clear policy advice 

from government, variation still exists and has proven difficult to tackle. The adoption of different 

and flexible approaches has led to good practice in some cases. But it has led to disjointed care in 

other cases, where people are falling through the gaps. This is made worse by a lack of integration 

between services, not only within health but also between the health and social care systems more 

widely. However, ambitions set out in the NHS Long Term Plan and the formation of Integrated Care 

Systems create an important opportunity to deliver integrated services that meet the needs of 

local populations. Dementia must be central to their decision-making. 

NICE provides a clear framework for commissioners and professionals to use. But there’s no data  

on whether guidance is followed, or whether people with dementia are receiving consistent,  

high-quality care over the course of the pathway. While variation is clearly shown in diagnosis rates, 

data isn’t regularly collected across the rest of the dementia pathway. This makes it harder to 

identify what’s happening at a local level and therefore harder to drive national quality improvements. 

We’re therefore calling for a National Dementia Observatory that informs wider policy, research and 

implementation of high-quality, effective and evidence-based care and support. 

The programme of work outlined in this report addresses these aims. Using information from 

speaking to people affected by dementia and health and care professionals, it sets out where 

change is needed and how to deliver high-quality dementia care across the pathway. But it needs 

renewed ownership, oversight and accountability from central and local governments.
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What needs  
to change?

This report evidences the need 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. 

The move towards Integrated Care Systems provides  
an important opportunity to assess how dementia care is 
being delivered at a local level. This includes reviewing how 
health and care providers are working together, and how 
NHS and local authority commissioning could be better 
aligned. Consideration and implementation of the local 
recommendations should be coordinated through  
Integrated Care Systems, where they’re already in place. 

This chapter provides a roadmap for action to improve dementia 
care from pre-diagnosis to end of life. It offers insight from 
people affected by dementia about what makes a good 
pathway and how meaningful change can be implemented. 

First, effective local action must be underpinned by  
national action. 
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National recommendations 

There is a clear role for national actors to take more responsibility 
in enabling good practice and supporting local actors to 
develop and implement clear local dementia pathways.

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’s 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 

evidence-based 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’s 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: 
 ■ 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 and 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 

interventions 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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COVID-19 and  
the dementia 
pathway

The third sector has provided significant 
support to people affected by dementia 

during the COVID-19 pandemic. 

Both NHS England9 and the Department of Health and Social 
Care10 signpost people with dementia concerned about 
COVID-19 to charities including Alzheimer’s Society. 

Throughout the pandemic, our Dementia Connect support 
line has been extremely busy with calls regarding COVID-19. 
Our online forum, Talking Point, saw 1,113 new people join 
in March 2020 alone, with the COVID-19 thread having the 
most visits and engagement. Our frontline staff adapted to 
provide support to the people worst affected by the crisis. 
Other staff and volunteers worked to ease loneliness and 
isolation during COVID-19 through our Companion Calls –  
a service created in response to the pandemic. 

This report highlights the disjointed nature of dementia care 
across the pathway, and we’ve seen the impact of this during 
the COVID-19 crisis. With increased risks of death and of 
declining physical and mental health, COVID-19 has further  
demonstrated a lack of coordination and leadership on dementia. 
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This chapter looks at the dementia pathway in the context of COVID-19. It assesses the short-term 

changes that have happened and the impact they’ve had on the lives of people affected by dementia. 

More research is needed to explore the issues outlined in this chapter, which must be a national 

priority. Age is the biggest risk factor for COVID-19 – 95% of people with dementia are over 6511 and 

there are likely to be continued implications for how care and support are delivered to them. It’s 

therefore critical that central and local governments and NHS England use the best evidence to 

ensure that people affected by dementia can access the services and support they need as we 

emerge from this pandemic. 

 Diagnosing well 

Since February 2020, there has been a steady decline in dementia 

diagnosis rates which now fall below the national target.   

 National  
target 

66.7%16

This means that more people are living without a diagnosis of dementia. They are therefore unable 

to access emotional, practical, legal and financial advice, as well as vital support services and 

pharmacological and non-pharmacological interventions. A long period without a diagnosis can also 

lead to an acceleration in greater levels of need, creating more pressure on health and care services 

over time. A diagnosis is important to better enable people to manage their symptoms safely. It lets 

them consider any necessary adjustments they might need to make in the context of enforced 

restrictions caused by the pandemic.

COVID-19 is leading to more inequality in terms of accessing a diagnosis. The way people interact 

with GPs has changed, leading to reduced primary care referrals to memory services. There has 

been variation in the reopening and resuming of memory services after they’ve been deemed 

non-critical, with some reducing the number of appointments, some only supporting urgent and 

severe cases and some moving to virtual assessments and appointments. There’s also a backlog 

of assessments, which will worsen already-long waiting times in some localities. 

Memory services have adapted rapidly to new ways of working in the form of virtual assesments.17  

There can be many benefits to virtual assessments, including not having to travel. However, there 

are also challenges with virtual assessments. Some services have questioned the validity of 

remote cognitive testing due to time lags in connectivity, an uncontrolled environment and other 

technology difficulties. There are also concerns that people over 70, a population at higher risk of 

dementia, will be deterred from face-to-face assessments due to continued social distancing and 

shielding measures. However, virtual assessments will not suit everyone and we need to ensure 

that in the long term we don’t move to a ‘virtual first’ approach and make health inequalities worse. 

Interruption to the diagnostic process risks creating a generation of people who will live without 

an early, timely or accurate diagnosis – or even any diagnosis at all. This has implications for future 

medication, care plans, interventions and opportunities for research. 

67.4% 
March13 

65.4% 
April14 

64% 
May15 

67.6% 
February12 
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 Supporting well 

COVID-19 has also affected the ability of memory services to deliver 

post-diagnostic support interventions. Efforts by some memory 

services to deliver post-diagnostic support remotely have been 

commendable, but new ways of working take time to establish.  

It’s more important than ever to be considerate of people who  

can’t use technology. 

Memory services have reported an increase in support required for carers and people living with 

dementia because of increased isolation. This comes at a time when local authorities’ duties under 

the Care Act have been reduced. The Coronavirus Act 202018 introduced the Care Act easements. 

These let local authorities temporarily relax certain responsibilities if they’re experiencing high  

levels of staff absence and service pressures because of the pandemic. For example, local 

authorities may no longer have to carry out detailed assessments of people’s care and support 

needs, or prepare or review care and support plans. This puts people affected by dementia at 

further risk, when social care was already facing significant challenges in its ability to meet the  

level of demand for dementia care and support even before the pandemic. 

People with dementia need additional consideration. Not meeting their needs by adopting the 

easements risks leading to an irreversible worsening of their condition. Also, their ability to do basic 

activities can change or decline quickly if their needs aren’t met. It’s vital that these arrangements 

do not become permanent.

The easements allow local authorities not to carry out financial assessments complying with 

previous Care Act requirements, but to charge people retrospectively for the care and support they 

receive during this period. Paying for care retrospectively is worrying, as people risk being asked to 

pay for unaffordable care homes they’ve been discharged to in a rush, or being forced to move for 

financial reasons, even if it’s not in their best interest.

Another central part of post-diagnostic support is advance care planning. COVID-19 has highlighted 

the importance of timely advance care planning, which can improve provision of care for people who 

may be nearing end of life. Reports of services rushing to document end of life care wishes19 reinforce 

the need for these conversations to be embedded within the pathway as routine post-diagnostic 

support. They also highlight that this must be a person-centred process. Examples of bad practice 

include blanket approaches to Do Not Attempt Resuscitation forms. It’s crucial that people who 

have had these inappropriately applied to their records can have them removed. 
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 Living well 

These are difficult times for people with dementia to live well.20 Social 
distancing measures risk causing heightened need. People living with 
dementia at home are experiencing the interruption of daily routines,  
less social interaction and reduced access to support and services.  
This has had a negative impact on their cognitive function and quality of life. 

COVID-19 has also had an impact on carers’ quality of life. They’re experiencing increasing isolation 

and inability to access respite care due to the closure of day centres and support groups. It’s 

estimated that 60,800 people with severe dementia and 93,100 people with moderate dementia 

(who have care needs) live in the community and only have support from unpaid care.21 But respite 

provision – or short breaks – for carers has been significantly restricted during the pandemic. Since 

before COVID-19, non-professional carers were struggling to access the support they need, but the 

pandemic has meant they’re faced with even more responsibility. Supporting carers, and easing the 

impact of the pandemic and of measures such as lockdown on them, must be a priority.

For people in care homes, the benefits of regular contact with family or loved ones is shown 

through the work of the Wellbeing and Health for people with Dementia (WHELD) programme. 

This research found that increasing social interaction improves the wellbeing of people living with 

dementia in care homes, based on a programme of daily interaction from trained staff combined 

with personalised care planning.22 Evidence also shows that failure to meet the needs of people 

with dementia for activities is associated with the progressive worsening of cognitive and functional 

deterioration. This results in them losing levels of autonomy and the ability to satisfy their own needs.23  

There are also issues around digital connectivity for older people at home and in care homes. 

This had an impact on the ability of people affected by dementia to maintain social relationships 

and support. The long-term impact of isolation and social distancing measures in the UK needs 

extensive research. But we know from European research that people with Alzheimer’s disease and 

mild cognitive impairment have shown a worsening of symptoms after five weeks of lockdown.24 

Rehabilitation will be particularly important for people with dementia who have suffered cognitive, 

functional and neuropsychiatric decline as a result of measures taken to contain the pandemic 

which forced a change in routine and isolation from regular support systems.

In care homes, people with dementia are experiencing interruption of normal routines, being unable 

to have visitors, and staff wearing PPE which can cause distress and result in communication and 

recognition difficulties. There are challenges of staff shortages, and difficulties in implementing 

prevention and infection control measures. An Alzheimer’s Society survey of 105 care home 

managers, carried out between 30 April and 12 May 2020, revealed that:

had taken in  

COVID-19 positive 

residents who  

were discharged  

from hospital

didn’t feel able to  

effectively isolate  

suspected  

COVID-19  

residents

felt residents should  

have been admitted  

to hospital with 

COVID-19 but  

haven’t been25 

More investigation is also needed to interpret data from April 2020 that shows an increase in the 

proportion of people with dementia being prescribed anti-psychotic drugs. For the last year this 

has remained steady at around 9.3-9.4%, but it increased to 9.7% in March and 10% in April.26 These 

prescriptions should only be used as a last resort and kept under regular review. 

58% 32%  25% 
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 Dying well 

COVID-19 has highlighted the need for more collaboration with care homes. 

It has demonstrated the stark differences between care homes’ access to clinical support at end 

of life. Earlier action from NHS England to identify a named clinical lead for every care home may 

have supported earlier spotting of atypical and asymptomatic cases in care homes.

The lack of support for care homes, where 70% of residents have dementia,27 is demonstrated by the 

number of deaths that happened in this setting. Analysis by the Health Foundation shows that deaths 

from any cause in care homes have increased by 220% since the start of the COVID-19 outbreak.28 

Office for National Statistics (ONS) data on care home residents from 2 March to 1 May shows that 

dementia was the most common main pre-existing condition found among deaths involving COVID-19. 

Dementia was involved  

in 42.5% of deaths of care  

home residents involving  

COVID-19.29  

20% of people who died with 

COVID-19 in March and April 

in England and Wales had 

dementia as the main  

pre-existing condition.30 

There was a 52.2% increase 

in excess deaths of people 

with dementia not involving 

COVID-19, from 13 March  

to 1 May.31 

A review of the data to better understand why people with dementia are dying at such a high rate, 

whether due to COVID-19 or another condition, is critical. Given the scale of the deaths, this review 

must also consider access and quality of end of life care during this time.  

We must consider whether care homes were adequately resourced to support residents during 

the pandemic and whether this was what resulted in the high death rate. Given the significant 

emotional pressures facing care home staff, it’s vital they’re provided with support to continue in 

their roles, both now and in the future. With an increase in personal risk, more provision of difficult 

end of life care, staff shortages, and the psychological impact of working through the pandemic, 

there’s a risk of further increasing the already high staff turnover rate in care homes.32   

Conclusion 

From diagnosis to end of life, people affected by dementia have been 
disproportionately affected by the COVID-19 pandemic. 

It has resulted in some positive developments, including better joined-up working between health 

and social care, and removing the debate over payment when a person is discharged from hospital. 

But it also shows that the solutions to some of these long-standing challenges are known and that 

their implementation has been stalled for other reasons. The evidence in this report must be used 

to inform future thinking about how we can improve the dementia pathway – both as we continue 

to respond to the pandemic but also as we emerge from it. 
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Diagnosing Well

What do we mean by diagnosing well?

Receiving a dementia diagnosis can be life-changing, and  

often leads to feelings of grief, loss, anger or helplessness. 

But a diagnosis is essential in supporting people to live 

well, even in the absence of a cure or drugs to slow the 

progression. It opens the door to emotional, practical,  

legal and financial advice and support. 

In recent years there’s been a significant effort to reduce 
waiting times for diagnoses and increasing diagnosis rates. 
This has led to increased rates of diagnosis, but there’s  
been less focus on improving the experience and accuracy 
of a diagnosis. 

This chapter considers the diagnostic process from initial 
identification of symptoms, whether in a GP surgery, hospital 
or care home, and the subsequent referral process. It also 
considers identification of a dementia subtype, as well the 

delivery of a diagnosis. 
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What are the benchmarks?

The following benchmarks have been used to assess what care people 

are receiving at this stage of the pathway:  

 ■ ‘People worried about possible dementia in themselves or someone they know can discuss  

their concerns and the options of seeking a diagnosis, with someone with knowledge and 

expertise.’ (NICE)33

 ■ People with suspected dementia are referred to a specialist dementia diagnostic service  

if reversible causes of cognitive decline have been investigated. (NICE)34

 ■ ‘By 2020, in every part of the country people with dementia [should have] equal access to 

diagnosis as for other conditions, with an expectation that the national average for an initial 

assessment should be six weeks following a referral from a GP (where clinically appropriate), 

and that no one should be waiting several months for an initial assessment of dementia.’  

(Prime Minister’s Challenge on Dementia 2020)35 

 ■ Diagnose a dementia subtype (if possible) if initial specialist assessment (including an 

appropriate neurological examination and cognitive testing) confirms cognitive decline and 

reversible causes have been ruled out. (NICE)36 

 ■ ‘We have the right to an early and accurate diagnosis, and 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.’  

(Dementia Statements)37  

Key questions and gaps between policy and practice 

This research has identified the following key considerations at this 

stage of the dementia pathway:  

 ■ The benefits of a timely diagnosis and how to ensure people are diagnosed in the early stages  

of their condition. 

 ■ Current challenges in diagnosing, especially in younger people and ethnic minorities, and 

reducing misdiagnosis. 

 ■ The impact of GP consultation time and referral processes on effective diagnosis. 

 ■ The benefits of a subtype diagnosis, the barriers to doing this effectively, and whether people 

understand what their subtype means for their symptoms and prognosis.  

 ■ Case-finding – a strategy to actively search for people at risk of dementia – and diagnosis in 

hospitals and care homes, and the interaction between primary, secondary and social care at 

this point of the pathway. 

 ■ How to improve the diagnostic experience, particularly when delivering a diagnosis, to ensure 

people see their condition as positively as possible. 

We begin to explore these questions in this chapter. It’s essential they are considered as part of the 

development of local dementia pathways.
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‘My husband, Bob, used to work for BT and travelled to lots of 
different countries as part of his work. Now he has dementia, I’ve 
had to give up my job to care for Bob and I’ve now lost my sense 

of purpose. I have cared for my husband for the past six years.

Just getting a formal and verified diagnosis has been an incredible struggle. Not having a formal 
diagnosis has impacted on his subsequent treatment by healthcare professionals.

Bob was diagnosed with Parkinson’s disease when he was 57 in 2006. Due to a separate brain injury 
to his frontal lobe in 2001, healthcare professionals have struggled to identify a dementia subtype, 
recording it only as ‘dementia’. I used to work with people living with dementia, so I understand 
different dementias carry different symptoms. From his behaviours, he presented as having 
frontotemporal dementia, but this is due to his brain injury.

Getting a diagnosis was a heck of a battle. Because of his other conditions, he has been under different 
healthcare teams. The biggest problem is the lack of communication between different hospitals 
and wards and many multidisciplinary teams. To compound matters further, different hospitals use 
different computer systems, so computers don't talk to each other even if all the hospitals are NHS.

The Parkinson’s consultant initially identified potential dementia in Bob.  Over the years, he had six 
MRI scans, many CT scans and eventually a lumbar puncture. It was finally confirmed his dementia 
is mainly due to his brain injury.

However, at every hospital visit, each doctor had thought it was a different subtype – vascular 
dementia, alcohol-related dementia, Alzheimer’s disease and on one set of notes Parkinson's 
dementia. But I knew from experience he was displaying frontotemporal behaviours and did not 
present as typical dementias.

In some wards, because he didn’t have a formal diagnosis, they treated him like he didn’t have 
dementia at all. In one hospital, he had nine urinary tract infections in just 12 weeks and ending 
up with a serious chest infection. Yet, because his dementia was not formally diagnosed, the 
occurrence of these infections was not linked to his dementia. A subtype would not only help us 
prepare for symptoms, but it would also make sure Bob gets the care and support he needs.

In some hospitals when he displayed some odd behaviours – not violent or aggressive, just 
behaviours that challenge – I would get called up by the hospital asking why he was acting odd. 
I would then have to continually explain that he did in fact have dementia. As a carer, you know 
the person’s character, you know how to manage behaviours and help and support the person. 
Everyone needs to be singing off the same sheet and carers need to be regarded as experts in 

caring for and knowing their person and be acknowledged and listened to.’

Julia, carer for Bob who is living with dementia
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Identification of symptoms 

An early and timely diagnosis of dementia has many benefits. It can:

facilitate access to 

disability allowances 

and support groups38  

help caregivers to 

better understand a 

person’s behaviour 

provide an explanation 

of symptoms that  

are affecting a  

person’s life 

give people time to 

plan for medical and 

financial decisions 

Identifying symptoms can be challenging, both for professionals and non-professionals. People 

with dementia may be experiencing symptoms for some time before contacting a healthcare 

professional. One study suggests that the average time between a person noticing symptoms and 

first talking to a friend or relative about this is one year.39 It takes a further year and four months 

to first contact a healthcare professional to discuss these symptoms. A recently published paper 

suggests that the median time to diagnosis from first meeting clinical criteria is three years.40    

Dementia assessments can happen in different health and care settings, but people will often first 

visit a GP because of their symptoms. Sometimes it’s difficult for GPs to identify dementia because 

some symptoms are typical of other conditions and illnesses. Analysis of primary care records has 

shown that people with non-memory loss symptoms may have to wait longer for a diagnosis. 41 We 

heard from people affected by dementia that symptoms were sometimes misunderstood, leading 

to misdiagnoses and unnecessary delays. 

Misdiagnosis is particularly common for younger people. Dementia may not be considered at 

first due to common misconceptions around dementia and ageing. It’s known that around 42,000 

people living with dementia are under the age of 65 in the UK, representing 5% of the 850,000 people 

with dementia.42 But the actual figure could be much higher because of difficulties diagnosing the 

condition, with an estimated 6-9% of all people with dementia under 65.43 

It’s important GPs and other healthcare professionals consider possible dementia in people with 

non-cognitive symptoms. They should be especially vigilant when assessing people under the age 

of 65. Younger people told us about their experiences of being diagnosed as depressed or anxious, 

having relationship difficulties or suffering from the effects of stress. For women, symptoms were 

also sometimes wrongly attributed to menopause. 

One person with dementia told us they were misdiagnosed with a mental health condition and were 

referred to six weeks’ worth of counselling, where the dementia symptoms were seen as a result of 

repressed issues with a family member. In another case, a woman was misdiagnosed with epilepsy 

and was then prescribed the wrong medication for three years until she received the correct 

diagnosis of dementia. 

‘I was relieved to get a diagnosis of something. Throughout I was constantly 
being asked if I was or felt depressed or stressed and they [the GP] 
tried to get me to take anti-depressants.’ 

Person living with dementia 
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Another person with dementia told us that the onset of his symptoms 

began in 2011 and by 2012 he was made redundant. At the original GP 

appointment he was told to ‘pull himself together,’ and he was prevented 

from accessing specialist diagnostic services. His GP finally referred 

him to a memory clinic in 2016 and he was diagnosed a year later with 

Alzheimer’s disease. However, by this time, he deteriorated rapidly and 

had no financial support in the five years since his redundancy. 

GPs and other healthcare professionals are key in facilitating a referral to specialist diagnostic 

assessments which can lead to a timely diagnosis. Historically, however, research has found that 

older GPs were more confident in diagnosing and giving advice about dementia but were less likely 

to see an early diagnosis as beneficial.44 Many GPs also reported they hadn’t had sufficient basic 

and post-qualifying training in dementia, and that their overall knowledge of the condition was fairly 

low. More positively, a recent study surveying future GPs found these attitudes were changing. It 

found that GPs are now generally positive about their future role in caring for people with dementia, 

particularly around earlier diagnosis.45 Training for GPs on referral criteria and diagnosis could 

further support appropriate referrals and help to avoid misdiagnoses. This could be carried out by 

a named dementia lead identified at CCG or Primary Care Network level. However, they must have 

dedicated time to fulfil this role. 

Dementia assessment tools may also affect the timeliness of a diagnosis, as they can identify who 

needs referral for specialist assessment. National guidance recommends that a GP should take a 

history of the person’s cognitive, behavioural and psychological symptoms from the person and, if 

possible, from someone who knows the person as well.46 If dementia is still suspected, then brief 

cognitive testing should be used, such as The Mini-Mental State Examination (MMSE). The MMSE 

used to be the most commonly used assessment tool,47 but recent NICE guidance doesn’t provide 

a preferred method. A recent study found that the MMSE test has a dementia misclassification rate 

of 21%, mainly due to different biases such as age, education and ethnicity.48 Professionals working 

at memory clinics also told us about the challenges involved in diagnosing dementia in people from 

ethnic minorities. These range from awareness, identification and access, through to assessment 

and diagnosis. They include concern about shame and stigma in the community, linked to negative 

views of psychiatry, belief that nothing could be done to help, and not viewing dementia as an 

illness. During assessments, challenges ranged from language, lack of familiarity with the concept 

of cognitive functions, and assessments seeming unrelated to needs. 

One person told us they noticed symptoms of dementia in their husband because they replicated 

the symptoms they’d previously seen in their mother. After going to the GP, the husband correctly 

answered all the questions on the MMSE. They were accused of exaggerating the issue, despite 

his struggles with everyday tasks and a change in personality. Without a formal diagnosis, the carer 

increasingly struggled, leading to physical, emotional and mental exhaustion. Despite this, they felt 

as though they’d used up all options of support without a formal diagnosis.

The short consultation time GPs offer can also cause difficulties in assessing patients with suspected 

dementia. This can be made harder by the likelihood of comorbidities within older patients.49 Dementia 

can affect a person in many ways, including their cognitive, mental, physical and emotional wellbeing. 

So it’s difficult for a person to describe the impact of dementia symptoms on their life in a single 

10-minute consultation. It’s also difficult for GPs to fully understand the impact of symptoms on 

daily living. A large proportion of standard consultation time can be taken up carrying out just one  

of the brief cognitive tests. This leaves no time to discuss the sensitivities of a diagnosis. 
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Speaking with GPs, we found that it’s good practice to spread an initial assessment of dementia 

across several appointments or to conduct longer appointments. Alternatively, other members 

of the primary care team could become involved in the diagnostic process. For example, a nurse 

could undertake a brief cognitive assessment screen in addition to taking a blood sample. This 

can ensure enough time is taken both to assess potential dementia and to have meaningful 

conversations with the patient.  

Another opportunity to identify symptoms can arise in hospital. A person with possible dementia 

may be assessed by hospital staff if they’ve been admitted for a different reason. If a person is 

assessed in hospital for possible dementia, it’s likely that opportunities to identify the condition 

have previously been missed. The most recent data, from February 2020, shows that 81.7% of 

patients who were aged 75 and over and were admitted as an emergency for more than 72 hours 

were initially identified or given case-finding for potential dementia.50  

For people with dementia, the primary reason for admission into hospital is almost always due to 

other reasons than their dementia alone.51 For example, delirium, which people with dementia can 

be particularly susceptible to, can be a frequent cause of hospital admission and can contribute  

to falls and prolonged lengths of hospital stay.52 It’s important that acute hospital trusts have in 

place effective and integrated pathways so that dementia screening is undertaken in instances  

of dementia-related hospital admission cases. The data may also suggest a need for additional  

or supplementary dementia-specific training within the acute setting for hospital staff, to identify  

links between reason for admission and potential dementia. 

Referral process

Referral to specialist diagnostic services can: 

ensure that a 

diagnosis is timely  

and accurate 

facilitate access to 

support and services, 

pharmacological and 

non-pharmacological 

interventions and 

explanation of symptoms 

provide an opportunity 

to diagnose a  

dementia subtype 

enable planning 

ahead while 

someone has  

mental capacity53

All these things may be more effective when carried out earlier on in the dementia journey.54 But 

people affected by dementia told us that the referral process can delay getting a timely diagnosis. 

It’s important to recognise that diagnosis is a gateway to, and a key requirement of, disability entitlements. 

A diagnosis also serves as a right to protection under the Equality Act 2010,55 

which identifies dementia as a protected characteristic. This means any 

delay in receiving a diagnosis can have significant financial implications.
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There has been some progress on raising awareness of dementia and its symptoms. But it’s  

not always possible to have an early diagnosis, partly because it often requires a person to  

actively seek medical help. However, a timely diagnosis should be a goal. This would improve  

the diagnostic part of the dementia pathway and ensure more streamlined access to services  

and support. 

One person told us he managed to have a scan within two weeks of seeing 

his GP, and an appointment with the neurologist two weeks after that. 

However, it became clear to him that the timeliness was due to fears  

of a brain tumour, rather than suspected dementia, when he was told  

‘ the good news is that it isn’t a brain tumour, but the bad news is  

it’s Alzheimer’s.’ 

People with dementia told us that the lack of information and clarity about the referral process  

was unhelpful. This can be made worse by the lack of communication, or differences in the use  

of information communication systems, between healthcare settings. This is because GP  

surgeries are part of primary care, and specialist diagnostic services are usually within a  

secondary mental health setting. If GPs fail to fully explain why they’re referring the person  

to a specialist memory clinic, this can make the assessment and referral feel disjointed, at  

a time when a person already feels confused and scared. One woman told us she only found  

out her referral was due to suspected dementia when she was included in a referral letter  

from the GP to the memory service. 

We heard that additional written information on the referral process can help address questions 

and concerns, as well as help people feel more comfortable about ‘what comes next’. All 

communication needs to be clear, personalised and non-clinical. People told us that a smooth 

referral process sets the tone for the rest of their pathway. When referrals are delayed, we heard 

that people often don’t know who to contact and feel at risk of ‘slipping off the radar’. This is made 

worse by the complexity of the healthcare system.

Care home residents with possible dementia may be more advanced in their condition, and a 

referral may not be appropriate.  A poll of 1,013 GPs commissioned by Alzheimer’s Society found 

that one-third (33%) of GPs would be less likely to diagnose someone or refer them to a specialist 

diagnostic clinic if the person is living in a care home.56  

NICE guidance says the diagnosis of dementia should be made by a specialist, but this can be a 

professional outside of secondary care if they have the necessary skills and expertise.57 Services 

and healthcare professionals should recognise a person’s right to a diagnosis regardless of where 

they’re living, or how advanced their dementia is. The Diagnosing Advanced Dementia Mandate 

(DiADeM)58 can be a useful tool to support GPs in diagnosing people living with advanced dementia 

in a care home setting. People with advanced dementia, their families and staff caring for them 

still benefit from a formal diagnosis. It enables them to access appropriate care for their needs, 

and prompts staff to consider Mental Capacity Act issues where relevant. Named clinical leads for 

care homes should facilitate dementia assessment and diagnosis and be supported with training 

and time to conduct assessments. This would not only lead to better care but would also support 

national efforts to improve diagnosis rates.
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Making a diagnosis  

There is limited data on memory service performance, so regular 

assessment of variation relies on ad hoc audits. The National Collaborating 

Centre for Mental Health’s Dementia Care Pathway59 recommended 

an increase in the number of people being diagnosed and starting 

treatment within six weeks of referral. The 2019 national memory service 

audit data shows that the mean waiting time from referral to diagnosis 

was 13 weeks, but it varied across services from three to 34 weeks. 

Overall, just over a quarter of patients (26%) were diagnosed within six 

weeks of referral.60  

One person who eventually received a dementia diagnosis told us they initially assumed they’d been 

cleared when they didn’t hear anything for four months after their scan. Regular audits of memory 

service data and performance would support the initiation of service improvement projects, 

leading to a higher standard of care at this stage of the pathway. 

Appropriate staffing of memory services is essential to delivering a high-quality diagnosis. 

Formal arrangements must be made to facilitate multidisciplinary meetings between memory 

service clinicians, neurology and neuroradiology to promote joint working and facilitate clinical 

case discussions. There must also be timely access via a multidisciplinary team or good referral 

pathways to psychiatrists, psychologists, occupational therapists, social workers, dementia 

advisers and linguists and interpreters. Integrating a social worker within the memory service can 

be beneficial because it creates a clear referral pathway. This reduces the time it takes someone  

to access support and it upskills the social worker on dementia. In addition, occupational therapists 

are crucial to conduct functional assessments, which is even more important for non-English 

speaking people. 

A significant part of the diagnostic process, which can also improve people’s experiences, is the 

delivery of the diagnosis. Being given a dementia diagnosis is a life-changing event. A diagnosis 

should therefore be delivered to a person sensitively, face-to-face and framed as positively as 

possible. But we heard from people with dementia that their diagnosis was given insensitively, with 

the conversation focused on what they can no longer do, rather than what they can do. We heard 

that the delivery of a person’s diagnosis sets the tone for how they view their subsequent pathway, 

and the condition itself. 

A review of studies found that offering hope during the delivery of a dementia diagnosis was 

considered beneficial by clinicians, patients and carers.61 For patients, it signalled that things could 

be done. For clinicians, it offered a constructive way for patients and carers to move on and felt 

necessary when delivering bad news. 

‘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 
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A study from 2018 found many people were dissatisfied and disempowered by the way their 

diagnosis had been communicated to them.62 One of the reasons for this was that they were  

told insensitively, for example by letter, or with little time or emotional support to digest the news. 

Messaging accompanying the diagnosis also tended to reinforce negative views and stigma  

around dementia – a challenge sometimes described as ‘Prescribed Disengagement’.

One person told us his diagnosis involved a pat on the shoulder and the 

message: ‘you’ve got a little bit of dementia.’ 

We heard from people affected by dementia that being given an opportunity to see a brain 

scan was useful. Scans show people how dementia is affecting their brain, helping explain their 

behaviour and how they may be feeling. This aligns with a recent study which found that visual 

information helped people process their diagnoses and was identified as valuable by patients  

and carers.63 There must also be timely communication of new diagnoses to the appropriate  

GP – for example, it’s faster to use email rather than post letters.

‘There is something in the human psyche that makes us think/hope  
“this is not happening to me” but when I saw the brain scan it was 
something tangible that I could make sense of – and see just what  
was causing our life-changing problems.’ 

Person living with dementia

Diagnosing a subtype

Improving diagnosis rates and ways to diagnose subtypes will  

enhance our understanding of the causes of dementia. This will lead 

to the development of new treatments, which will be a significant part 

of the dementia pathway in the future. But while work is carried out on 

future tests that can ensure accuracy, it’s crucial we use what we have 

today to give people as much information as possible about their type 

of dementia.

Dementia is a broad term and describes different conditions affecting the brain. The specific 

symptoms that someone with dementia experiences will depend on the parts of the brain that  

are affected, but also the condition that’s causing the dementia. 

It’s recommended in national guidance to diagnose a subtype. This can affect future medication, 

care plans, interventions and opportunities to engage in, or benefit from, research. All these things 

can affect a person’s ability to live well with dementia. So it’s vital that people are informed about 

the type of dementia they have, and that the information they receive afterward is tailored to  

their diagnosis. 
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We heard from some diagnostic services that they’re unable to view 

brain scans, because they don’t have access to picture archiving and 

communication systems (PACS). 

60% of services nationally reported 

they were unable to view brain  

images they had requested.64 

This may be the result of community mental health trusts – where most memory clinics are – not 

having the same IT systems as acute hospital trusts, where most brain scans are undertaken. We 

heard it’s good practice for diagnostic services to have joint working arrangements with acute 

trusts to access PACS if they don’t have access themselves. 

We also heard from memory services that the provision of additional information supplied from 

radiology departments, where brain scans are undertaken, can vary. Brain scans should be 

accompanied by information on why a particular dementia diagnosis is suspected. This can enable 

diagnostic services to deliver the correct diagnosis and reduce the chance of a misdiagnosis with 

specialist input.

We heard that some people diagnosed with dementia want to know what type of dementia they 

have. There were positive stories about the difference this can make to their wellbeing in terms of 

understanding symptoms. But for this to happen, it’s essential to make sure that people receive 

tailored information on their subtype. In 2019, an audit of specialist diagnostic services found 

that, on average, 6% of patients over the age of 65, and 9% of patients under the age of 65, were 

diagnosed with ‘unspecified dementia’. It also found that this varied between 0% and 50% across 

services.65 Tailored information enables people to better understand the impact their dementia 

subtype can have. It therefore supports the development of strategies to enable them to live 

well. It also enables more effective planning for future care by health and social care professionals 

together with the person affected. A recent study noted the importance of care providers to 

consider varying needs across different dementia subtypes, particularly the complex needs of 

people with Parkinson’s disease dementia and dementia with Lewy bodies.66  

Despite this, we heard that the provision of tailored subtype information is variable. People 

described their diagnostic experience as very basic, with no information given and a lack of 

explanation about their diagnosis. One person told us the doctor ‘couldn’t get me in and out  

quick enough’ and he said he felt like getting up and walking out halfway through the appointment. 

It’s also important that the subtype diagnosis is shared across all relevant healthcare systems. This 

ensures continuity of care and provides all professionals involved in a person’s care with the same 

information to inform and support clinical and non-clinical decision-making. 

Research is critical to improving practice within the dementia diagnostic process. Despite national 

guidelines for diagnosis and management of dementia, we often heard people express frustrations 

with the diagnostic process and with the limited post-diagnostic support. The COGNISANCE 

programme is an international project funded and promoted by Alzheimer’s Society. It’s run in 

partnership with people with dementia, family care partners and healthcare professionals in 

Australia, Canada, the Netherlands, the UK and Poland. It aims to design and deliver toolkits and 

campaigns to improve the dementia diagnostic process and post-diagnostic support. 
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What is good practice?

Primary care:

Ensuring there’s enough time to assess potential dementia and engage in meaningful conversations 
with the patient at primary care level. This can be done either through staggering an initial 

assessment of dementia across several appointments or conducting longer appointments.

Alternatively, other members of the primary care team can become involved in the diagnostic 

process to overcome the barrier of securing enough time with a GP. For example, a nurse could 

carry out a brief cognitive assessment screen in addition to taking bloods, or a specially trained 

healthcare assistant could carry out initial assessments. 

Rolling out training for primary care on referral criteria and diagnosis and management of dementia. 
In Stockport, Named Dementia Specialist Link Nurses from the memory service are attached 

to each GP practice and offer bespoke training.

Supporting GPs with the diagnosis and management of dementia. For example, as part of  

the Integrated Care Communities model in North Cumbria, a pilot is taking place in which a 

nurse-grade Memory Link worker is based in a GP surgery one day a week. The worker screens 

and reviews patients identified at the practice with existing or suspected dementia. They can 

make fast-track referrals to the Memory and Later Life Service (MLLS), with the GP offering 

triage of more complex cases. This pilot is a partnership between MLLS and primary care, 

resulting from consultation with people living with dementia and their families. It aims to  

improve access to MLLS and free up GP time.

Using Yorkshire and Humber Dementia Clinical Network’s Diagnosis of Advanced Dementia  
Mandate in Care Homes (DiADeM) tool. This supports GPs in diagnosing dementia for people 

living with advanced dementia in a care home setting.

Secondary care:

Ensuring clear, personalised and non-clinical referral communications. For example, the South 

of Tyne and Wear Memory Protection Service ensures all patients are copied into jargon-free 

referral letters between services. 

Ensuring the GP is copied into all correspondence. Timely communication of a new diagnosis to 

the GP is particularly important so that they’re aware before the patient or family contact them. 

For example, quicker methods of communication such as email could be used. 

Running an open referral system, accepting referrals directly from sources other than primary 
care, including hospitals, social services, patients and carers themselves. This should include 

ensuring ongoing patient access to the service in the event of concern about their condition, as 

well as referrals in and out of GPs. For example, at Wigan Later Life and Memory Service people 

can be referred back for a review by their GP as the dementia progresses. Patients and their 

family members can also recontact the service directly if they need to. 

Ensuring access, or timely referral, to psychiatrists, psychologists, occupational therapists, 
social workers, dementia advisers, as well as linguists and interpreters. All of these professionals 

can add value during the diagnosis process and ensure a smoother diagnostic pathway. 

Integration of a social worker within the memory clinic. For example, at Tower Hamlets Memory 

Clinic a social worker from the local authority is seconded to the memory service. This ensures 

timely access to social care at any point of the diagnostic pathway, reducing the time taken between 

diagnosing someone and waiting for social service involvement. It also enables the social worker 

to upskill themselves clinically around dementia through working with memory clinic staff. 
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Adopting service-level agreements with acute hospital trusts to ensure timely access to 
scanning equipment within radiology departments and subsequent reporting. It’s also good 

practice for memory clinics to have access to picture archiving and communication systems to 

ensure they can view brain images they’ve requested. Ensuring patient access to viewing brain 

scans can also be a helpful aid to explain how dementia is affecting their brain. 

Providing tailored post-diagnostic support according to dementia subtypes, enabling people 
with dementia and their families to understand what their subtype means for their symptoms 
and prognosis. One example is Stockport Memory Assessment Service, which offers 

information groups on Alzheimer’s disease, vascular dementia and dementia with Lewy bodies.

Good working relationships between memory services and commissioners. For example, 

Stockport Memory Assessment Service meets with the local commissioner on a quarterly  

basis to discuss progress and developments within the clinic. 

Delivering a diagnosis positively, focusing on what the person can do, not only what they can  
no longer do. Early support and possible interventions should be discussed. 

Ensuring that measures of success include patient and carer reported outcomes and assessments 
of a ‘good’ diagnosis. 

Ensuring appropriate case-finding of dementia for dementia-related hospital admission cases, 
such as delirium, using effective and appropriate pathways. For example, Cumbria’s ‘Reach Out’ 

Delirium service actively seeks out patients at risk of delirium following admission. This includes 

those with new or suspected dementia. The team will contact family or carers for background 

details and arrange diagnostic assessment with the local memory service. This enables 

appropriate diagnosis to be taken forward once the person leaves hospital. The service is also 

able to link in all patients living with dementia with any additional or enhanced support needed 

from local memory services or third sector partners. 

Assessment of case-finding data and appropriate training for staff to support them in 
identifying links between reason for admission and potential dementia.
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Supporting Well

What do we mean by supporting well?

Initial post-diagnostic support is vital to ensure that people 

can come to terms with their diagnosis and that they’re 

better able to manage their condition. Given the variety  

of symptoms that people can experience, post-diagnostic 

support is essential to facilitate access to services. 

This chapter looks at a person’s immediate support needs, 

up to approximately one year after diagnosis. It looks at 

information access, care coordination and care planning,  

as well as post-diagnostic support interventions. 

 

31      From diagnosis to end of life

135 of 189



What are the benchmarks?

The following benchmarks have been used to assess what care people 

are receiving at this stage of the pathway:  
 ■ At diagnosis, offer the person and their family members or carers oral and written information 

that explains:  

– what their dementia subtype is and the changes to expect as the condition progresses 

– which health and social care teams will be involved in their care and how to contact them 

– how dementia affects driving and the need to notify the Driver and Vehicle Licensing Agency  

    of their diagnosis 

– their legal rights and responsibilities 

– their right to reasonable adjustments under the Equality Act 2010  

– how to contact local support groups, online forums, national charities, financial and legal  

    advice services, and advocacy services. (NICE)67 

 ■ ‘Increased numbers of people with dementia participating in research, with 25 per cent of people 

diagnosed with dementia registered on Join Dementia Research and 10 per cent participating in 

research, up from the current baseline of 4.5 per cent.’ (Prime Minister’s Challenge on Dementia 2020) 68

 ■ ‘We have the right to know about and decide if we want to be involved in research that looks at 

cause, cure and care for dementia and be supported to take part.’ (Dementia Statements)69 

 ■ ‘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.’ 

(Dementia Statements)70 

 ■ ‘Adults with dementia have a single named practitioner to coordinate their care.’ (NICE)71 

 ■ ‘Adults with dementia are given the opportunity to discuss advance care planning at diagnosis 

and at each health and social care review.’ (NICE)72 

 ■ People with dementia have an assessment and an ongoing personalised care plan, agreed 

across health and social care, that identifies a named care coordinator and addresses their 

individual needs. (NICE)73 

 ■ ‘All people with a diagnosis of dementia being given the opportunity for advance care planning 

early in the course of their illness, including plans for end of life.’ (Prime Minister’s Challenge on 

Dementia 2020)74 

 ■ ‘People with dementia are enabled, with the involvement of their carers, to access services that 

help maintain their physical and mental health and wellbeing.’ (NICE)75 

 ■ ‘Access to holistic, integrated and effective post-diagnostic support is available for all, which 

takes into account age, ethnicity, diagnosis and co-morbidities.’ (Department of Health and 

Social Care)76 

 ■ ‘We have the right to an early and accurate diagnosis, and 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.’ 

(Dementia Statements)77

 ■ ‘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.’ (Dementia Statements)78 
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Key questions and gaps between policy and practice 

This research has identified the following key considerations at this 

stage of the dementia pathway:  

 ■ How to make sure people are receiving the right information in the right way at the right time, 

and how to combat information overload, lack of information or misinformation.  

 ■ The impact of commissioning memory clinics as diagnostic services only, and the bearing this 

has on providing opportunities for follow-up.

 ■ Who performs the role of care coordinator, what it involves, as well as access and availability.

 ■ The role of commissioners in understanding local provision of services.

 ■ The integration of dementia advisers within the pathway. 

 ■ The distinction between care plans by GPs and local authorities and the lack of integration between 

different services and the impact this has on subsequent referrals and coordination of care. 

 ■ Whether people have care plans and are aware they have them. 

 ■ The different follow up trajectories depending on medication prescriptions and the different role 

of GPs and memory clinics in terms of care planning. 

 ■ How integrated advance care planning is within post-diagnostic support, and the barriers to  

doing this effectively, including training and local levels of responsibility. 

 ■ Access to post-diagnostic support interventions that help people with dementia maintain  

cognitive function, independence and wellbeing, as well as the appropriateness of these  

and the point of intervention within the pathway. 

We begin to explore these questions in this chapter. It’s essential they are considered as part of the 

development of local dementia pathways. 
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‘My husband, Atherton, is a gentle and intelligent man.  

In his spare time, he used to write poetry and even had some 

published. He was interested in astronomy, the arts and was 

incredibly well-read. Before his diagnosis, we had plans to 

volunteer overseas in our retirement. 

Atherton was a haematologist before retiring six years ago. I think he knew something wasn’t right 

when he was still working, which is why he retired at 62, saying ‘I want to retire now before I start making 

mistakes’. His mental flexibility diminished, and it was clear there was a major problem. Initially, his GP 

thought it was depression, but Atherton knew in his heart of hearts that it was something deeper. 
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After a lengthy process, he finally received his diagnosis in 2016. When the diagnosis was given, we 

walked out with absolutely nothing apart from the instruction ‘to see the GP and he’ll sort out your 

medication’. We never even had a leaflet about dementia, let alone signposting to any services. 

The only support my husband and I had were things I had to discover and instigate myself. People 

with dementia and their loved ones should not have to fight for the care and assistance to which 

they are entitled. We were given a life-changing diagnosis, then left to our own devices to navigate 

the complexity of the health and social care system.

No care plan was discussed or put in place. For us, there was no dementia pathway. I felt like I was 

walking through candy floss – everywhere I turned for help I met a sticky end. 

In one instance, I asked about a respite break at a care home. They refused to help saying they only 

offered respite to those who attended their day centre. I didn’t even know they offered day care. 

The centre is just seven minutes’ walk from our home and on the same site as my husband’s GP, 

who had never suggested it to us. I can’t help but feel that had a care plan been in place, his needs 

could have been identified and we would have had better access to services.

Furthermore, when we found support services and groups, they simply weren’t geared towards 

younger people with dementia. My husband grew up on Led Zeppelin and Queen, but local singing 

groups assumed everyone wanted to sing along with Vera Lynn. Services need to understand that 

younger people with dementia have different needs and different life experiences.  

What would have been useful would have been a named person to help guide us through the dementia 

journey; one who knew what support was available – just someone to make something happen.’ 

Deborah, wife of Atherton who is living with dementia
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Information in the right way

We heard about variation in the amount of information people received 

upon diagnosis. It’s important for services to recognise that when a person 

is diagnosed, they may experience feelings of confusion, uncertainty and 

insecurity. The emotional impact must be managed first. Information 

given afterward must then provide clarity and understanding to a person’s 

situation, while giving them advice on how they can live well with dementia. 

Speaking with people affected by dementia, we found that this often isn’t the case. One group 

said they all received visits from professionals initially after their diagnosis but didn’t know which 

organisations they represented. One person said: ‘they all left lots of books and paper, but I haven’t 

even looked at it, so I don’t know who they were from.’ Another person said they ’were given a large 

pile of information and leaflets from the memory service. Some of it was helpful for my carer… [but] 

it was overwhelming for me.’ Feelings of being overwhelmed by the amount of information received 

post-diagnosis were common among the people we spoke to. Despite this, we heard that Dementia 

Connect – Alzheimer’s Society’s support service – is beneficial in terms of information provision. It 

also provides a consistent offer of support, aiming to make sure that no one faces their journey alone.

There are crucial bits of information that people want and need after receiving their diagnosis. This 

inevitably varies according to the individual, but an opportunity to discuss the diagnosis in more 

depth and ask questions at their own pace should be an integral part of the diagnostic process. 

A recent Dutch study found that while clinicians often provided information on the results of 

diagnostic testing, they rarely invited questions or checked understanding.79  

We heard about the need to manage the flow of information at this stage of the pathway. Trying 

to address everything at the point of diagnosis, where many people already feel overwhelmed, is 

often counterproductive. This aligns with a recent literature review which found follow-up sessions 

beneficial for both clinicians and carers.80 Careful consideration must be given to which systems, 

providers, or clinicians are responsible for the delivery of this support. One piece of recent research 

suggests that primary care provider-led case management partnership models of post-diagnostic 

support offered the most promise, with impact on neuropsychiatric symptoms, caregiver burden, 

distress and mastery, and healthcare costs.81  

Often diagnostic services are commissioned to provide a diagnostic service only. This can lead to 

systematic pressure to discharge patients once the diagnosis has been delivered. It can therefore 

prevent services from offering follow-up opportunities for patients who may have questions 

about their diagnosis and its implications. This can represent a sticking point within the dementia 

pathway. People can be discharged from memory clinics and be left alone to come to terms with 

their diagnosis. Clear local consistent pathways are essential to offer people a chance to revisit 

their diagnosis, and to check how people are and what support they need. For example, a one-month 

follow-up in primary care could support an integrated pathway. Consistent and ongoing models of 

care would address the current lack of post-diagnostic support, and particularly help people cope 

with changes in their family members’ behaviour.

People told us they didn’t receive enough information about financial matters. People said they only 

found out about the financial support available to them by speaking with people in similar positions 

in local support groups. Dementia affects all aspects of a person’s life including their ability to work. 
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If diagnosed with dementia, a person and their carer may be eligible for financial support. Financial 

assistance to continue daily living activities can significantly improve quality of life. It’s vital that 

a person is fully aware of financial entitlements at the point of diagnosis. It’s insufficient for 

healthcare professionals to simply recommend that someone ‘gets their affairs in order’, as we’ve 

often heard. The social security system is very difficult to navigate. There was a consensus for 

more information on financial matters, how dementia affects working and a comprehensive list of 

what benefits are available to a person with dementia during the diagnostic process. 

People with dementia should also be given information about research opportunities. We heard that 

involvement in research can ease some of the impact of receiving a dementia diagnosis and can 

help people feel like they’re doing something worthwhile. It’s therefore important for people to be 

made aware of these opportunities and given choice and support to get involved. The 2019 national 

memory service audit, which analysed results from 85 services and 3,978 patients, revealed that 

only 36% of people were asked for consent to contact them for research.82 More work must be done 

to ensure research opportunities are embedded in the pathway as routine.  

‘What I do now will not help me, but I take great pride that it will help 
people in the future.’ 

Person living with dementia

It’s also important that clinicians are providing correct information. Too often we’ve heard that the 

wrong information and advice was given around the suitability to drive for people diagnosed with 

dementia. We heard in one example that a person who drove professionally, usually driving around 

60 to 70 thousand miles annually, had been told by his GP: ‘I would hand over your driving license 

before I tell the DVLA.’

Care coordination and access to a dementia adviser service

The provision of post-diagnostic dementia care is highly varied across 

the country. It’s fragmented due to the range of providers involved. An 

integrated pathway of care is needed to ensure gaps in provision are 

avoided and that everyone diagnosed with dementia has access to  

post-diagnostic care.83  

Because of the progressive and unpredictable nature of dementia, people will encounter a range 

of services and will often meet lots of different health and social care professionals. This can be 

very confusing for the person and the care they receive can often feel disjointed. But access to a 

range of professionals can be very beneficial. It can mean that specialists are able to support with 

specific symptoms. 

An Alzheimer’s Society survey from 2015 found that 73% of GPs agreed it’s confusing for people 

with dementia and their carers to navigate the health and social care system.84 While information 

can go some way to ease this, more proactive person-centred support in the form of a care 

coordinator can be beneficial. Identification of a care coordinator must happen toward the 

beginning of the pathway, either by a memory clinic or by primary care during a follow-up appointment. 
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‘When my mother was treated for other conditions, I didn’t need to know 
things like the difference between primary and secondary care. However, 
with dementia, that all changed.’ 

Family member of a person with dementia

Under NICE guidance, everyone diagnosed with dementia should have access to a named health 

or social care professional. This person is responsible for coordinating their care from the point of 

diagnosis to the end of life.85 During the early stages of the condition, this may involve signposting 

to services. In later stages it may involve coordinating all aspects of the person’s health and social care.

The care coordinator role may be taken on by one of a variety of different health or social care 

professionals such as GPs, nurses, psychologists, occupational therapists, social workers and 

others.86 The benefit of a named care coordinator is that it may improve the continuity of care  

a person with dementia receives. This enables care to be more person-centred and integrated. 

However, unpublished data from Improving the Experience of Dementia 

and Enhancing Active Life (IDEAL) study shows that 68% of people with 

dementia don’t have access to a care coordinator.87  

There’s also a lack of clarity around the role, specifically who does it and what it involves. People 

living with dementia and their carers may not know who their care coordinator is. Professionals may 

not know that they’re the named care coordinator. It’s therefore difficult to find out how far people 

are receiving proper coordinated care, or even access to appropriate services that would help 

them. There must be national guidance on care coordination for people with dementia, including 

who can do it, what the role involves and transition requirements if the care coordinator changes 

along the pathway. While not dementia-specific, it is promising that the contract specification for 

Primary Care Networks includes the role of care coordinators.88  

The care coordinator role was only recommended in the updated 2018 NICE guidance. But 

dementia advisers – a recommendation of the 2009 English National Dementia Strategy – 

are already working in many parts of the country and may undertake some elements of care 

coordination for people living with dementia. These roles are locally-based and support those with 

dementia from the point of diagnosis. A benefit of this service is that they act as a single identifiable 

point of contact that has knowledge of, and direct access to, a range of available local services.89  

Speaking with people affected by dementia, access to a dementia adviser has been described as 

‘life-changing.’ They’ve helped people come to terms with their diagnosis and enabled access to 

services which are appropriate for their care needs. 

Dementia advisers may also provide additional and valuable post-diagnostic support services, 

particularly early intervention provision. For example, in a 2016 survey by Alzheimer’s Society,  73% 

of commissioners reported that dementia advisers run support groups for people with dementia 

in their area, as well as carer support groups (67%), carer education groups (60%) and education 

groups for people with dementia (46%).90  

However, access to a dementia adviser-type service can be patchy. Data from 2016 revealed that 

75% of CCGs and local authorities commissioned Alzheimer’s Society to deliver this service. But only 

91% of commissioners (81 out of 89) say there’s a dementia adviser or similar service in their area.91  

Also, this doesn’t necessarily mean there’s capacity for that service to be offered to everyone in 

their area who’s been diagnosed with dementia. 
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Almost a fifth (17%) of commissioners don’t know exactly how many dementia advisers are commissioned 

within their area. Most (68%) don’t know what the average caseload of a dementia adviser in their 

area is. Of those commissioners who could estimate a caseload figure, the average caseload of a 

dementia adviser is 126, with the North of England having the highest caseload (186) and London 

having the lowest (88).92 This data doesn’t factor in the extent of the role carried out in practice 

locally. But it does highlight that more work needs to be done to consider availability and access. 

‘What I think I really want is someone who I get to know in the months 
ahead who I can talk to when I have concerns, who listens to me and 
knows me and can help me.’ 

Person living with dementia

‘We need someone who is our own helper who we can trust. Someone 
that I don’t feel anxious about. When all these people came round after I 
had been told [my diagnosis], I ended up feeling unhappy because it was 
really pressurised. I want to get to know someone and they get to know 
me, so that I can relax and talk to them about my worries.’ 

Person living with dementia 

The 2019 national memory service audit found that almost 20% of people who’d received 

a dementia diagnosis had not been offered any form of dementia adviser-type service via 

a memory service.93 We heard that where dementia adviser services are co-located within 

diagnostic services, this increased the number of service users being recruited at the point of 

diagnosis. We also heard that automatic referral with an ‘opt out’ system for a dementia adviser 

service can work well. Professionals and people affected by dementia told us that integration 

of dementia advisers within specialist diagnostic services helps to create a seamless pathway 

at the diagnostic stage. It’s also important to consider how to integrate this service within other 

settings which people with dementia may encounter later in the pathway, including primary care. 

The number of people with  

dementia in England is set to  

increase to 1,046,100 by 2030.94  

It’s important commissioners fully understand the dementia adviser services in their area, and 

who is locally responsible for delivering a care coordinator service to everyone who needs it.  

It’s also important to consider what combination of professionals provide the best model of  

post-diagnostic support.  

This is something that PriDem, one of Alzheimer’s Society’s three Centres of Excellence, is doing. 

PriDem is a project led by Newcastle University, in collaboration with University College London and 

London School of Economics. It’s examining post-diagnostic dementia support with the aim of  

developing and co-designing evidence-based, primary care-led models of support for people 

with dementia and their families. PriDem works with a group of people affected by dementia, 

professionals and practitioners. It will develop, translate and disseminate findings from the 

research into practical outputs including resources and commissioning guidance and future  

cost projections. 
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Care planning

The product of personalised care and support planning is a written 

plan. This details what matters to an individual, what care and support 

needs a person has and what mechanisms should be put in place to help 

mitigate care and support needs.95 It should be developed by both the 

individual and a health or social care professional. 

It should include:

a review of the 

diagnosis 

identification of new 

symptoms 

what matters to the 

person enabling them 

to live well 

treatment and 

support 

advance care 

planning96 

evaluation of 

additional risk factors 

a medication reviewa carer’s review

Last, and most important, the professional should provide a copy of the plan to the person and their 

family members or carers.97  

Usually, a care plan will be started by a health or social care professional during the diagnostic 

process at a specialist diagnostic service. After some time, the care of an individual will be referred 

to the person’s GP. The GP will then have oversight and responsibility for reviewing that person’s 

care plan on a regular basis, including the management of any comorbidities. 

However, often a person can stay with the diagnostic service for longer if their medication requires 

follow-up from the memory clinic. This means there are two different trajectories in terms of 

immediate follow-up involving the GP and the memory clinic, which makes dementia pathways even 

more complex.  

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 for people with dementia. Council-level data 

of social care plan reviews shows that only 45% of people with dementia using social care had a 

planned review in 2018.98 

!
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Uncertainty over who should do what in dementia care is a key barrier preventing people from 

accessing the consistent care they need. This confusion may also be made worse by the timing 

of a diagnosis. Where a person is diagnosed late in their pathway, they may need immediate social 

service support whereas people diagnosed early may not immediately need local authority support. 

There must be more integration of care and support plans between different services involved in a 

person’s care.

Care plans can bring many benefits, but we’ve been concerned about how regularly we receive 

reports that people don’t have one. Care plans should be individualised, tailored to the person’s 

needs and preferences, and goal-oriented. 

Data from the 2020 GP Patient Survey shows that only 64% of people 

with dementia have an agreed plan with a healthcare professional from 

their GP practice to manage their condition.99 Of those we spoke to who 

did have one, one person told us it took four years to get his care plan.

We also know that some people who may have a care plan are unaware they have one. This is 

particularly concerning given that care plans should be drafted in consultation with the person  

they relate to. Almost one in 10 (9%) people responding to the 2020 GP Patient Survey said that  

they don’t know if they have a care plan in place.100 This shows clear failings in quality and  

co-production requirements.

NICE guidance recommends that every person with dementia should be given a written copy of 

their care plan. Data from 2020 suggests that under half (46%) of people with dementia have been 

given or offered a written or printed copy of their care plan. 40% of people say they haven’t and  

14% say they don’t know.101

We heard from people with dementia that having a written copy of their care plan allows them to 

understand what care and support they’re entitled to. It offers them something tangible to use 

when taking control of their own care and liaising with others about what they need in order to live 

well. To ensure continuity of care, health and care professionals should also have access to the 

same care plan, so that they’re aware of the person’s needs and what interventions have already 

been provided. This is particularly pertinent for people with dementia who will need to access 

a range of services and professionals, such as occupational therapists, speech and language 

therapists, GPs, social workers, psychologists and mental health nurses. 

However, we know this isn’t happening. People with dementia told us they’re too often explaining 

their story multiple times to different healthcare professionals. This leads to frustration both 

from the person affected by dementia and the professional. This is particularly inappropriate for 

people with dementia, who may struggle to remember their own medical professional history or 

to communicate it effectively. Professionals told us they have to try to piece together disjointed 

information about the person, which can lead to ‘scattergun’ referrals. Untimely or inappropriate 

referrals can cause significant disruption to someone’s pathway that could have been avoided. 

They can also provide an impersonal experience of care that doesn’t account for a person’s needs. 

Everyone with dementia should have a single digital health and care record that’s accessible to 

all health and care professionals involved in their care, which includes advance care planning. This 

would help overcome these barriers and deliver more integrated care. 
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Initiation of advance care planning 

NICE guidance says healthcare professionals should offer early and 

ongoing opportunities for people living with dementia and the people 

involved in their care to discuss advance care plans. These discussions 

should include the benefits of planning ahead, Lasting Power of Attorney, 

advance statements about wishes, preferences, beliefs and values 

regarding future care, advance decisions to refuse treatment and 

preferences for place of care and death. People should also be made 

aware that they’ll be given chances to review and change any advance 

statements and decisions they’ve made, and that this should happen at 

each care review.102 

Advance care planning is therefore a means of improving care for people who may be nearing 

the end of life by enabling better planning and provision of care.103 This is an integral part of the 

pathway, but it isn’t happening as standard. 

Dementia is a progressive condition that affects mental capacity. Early and ongoing conversations 

around advance care planning must take place before a lack of capacity prevents a person from 

documenting what care they’d like at end of life. To achieve this, healthcare professionals should 

support people in the early stages of dementia to make as many decisions as possible about their 

future wishes.

Discussing end of life is a difficult and sensitive topic. We heard mixed responses about people’s 

willingness to talk about what they would like at the end of life. 

‘End of life is a thing you don’t talk about.’ 

Person living with dementia 

‘It’s a good thing [talking about end of life]. I’d like to, but my son doesn’t, 
he doesn’t want to talk about it.’ 

Person living with dementia 

A 2019 study by Alzheimer’s Society and West Yorkshire and Harrogate Health and Care Partnership 

found that almost half of people with dementia and their carers (48%) said they would find 

discussions around advance care planning ‘very difficult’ or ‘difficult’. Only 34% would find these 

discussions ‘easy’ or ‘very easy’.104 While all healthcare professionals involved in the care of a person 

with dementia should discuss future wishes with them, there are mixed views on when these 

conversations should happen:

 ■ 27% of people with dementia and their carers said diagnosis was the right time to engage in  

advance care planning conversations

 ■ 53% said that some time after diagnosis, when a person’s health is stable, is the right time

 ■ a further 18% said these conversations should happen after a deterioration of health

 ■ 1% said discussions should happen when a person is in the last weeks of life

 ■ just 11% said that conversations should happen at all the stages above.105 
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Aside from family members (78%), the study found that people would be 
most comfortable having an advance care planning conversation with: 

a GP (40%)

a dementia adviser (39%)

an Admiral Nurse (25%)

a palliative care doctor  

or nurse (28%)

a memory clinic staff  

member (23%)

a professional carer (19%)

a social worker (15%)

a nurse practitioner (14%)

a hospital doctor (8%)106 

GPs are key within advance care planning, as they traditionally hold a long-term relationship with a 

patient. One study found that almost 83% of GPs strongly or moderately agreed that it’s their role 

to initiate advance care planning. 40% believed this should happen at diagnosis.107 However, other 

studies suggest that GPs feel advance care planning is outside their professional remit.108 A cause 

of this may be that GPs are used to providing reactive care, whereas advance care planning requires 

forward preparation and so initiating conversations may prove to be more difficult.109  

A high proportion of Admiral Nurses and memory clinic staff also thought that advance care planning was 

part of their role.110,111  The study also found that 77% of care homes agree that advance care planning 

conversations should happen before care home admission. But just 13% reported that these conversations 

often happen at that time. They reported that it sometimes (69%), rarely (15%) or never (3%) happens.112 

Despite this, and national guidance on advance care planning,113 we heard from some professionals 

that they aren’t comfortable or trained to have those conversations. Also, people who have no contact 

with healthcare services after a diagnosis – who have effectively ‘fallen off’ the pathway – struggle to 

access opportunities for advance care planning until a crisis, such as a hospital or care home admission, 

when it may be too late. Despite this, advance care planning should also be happening at those 

transition points. It’s also essential that named clinical leads for care homes identify people who 

don’t have an advance care plan and initiate the process. 

To ensure early, necessary and repeated conversations, there must be a more prominent role for 

advance care planning within post-diagnostic support. There must be clear levels of responsibility 

outlined at a local level.

This will avoid the mentality one person described as ‘if it’s everyone’s 
responsibility, it’s no one’s responsibility.’ 
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Access to interventions

Currently, there is no cure for dementia. But there are interventions 

that can help people with dementia maintain cognitive function, 

independence and wellbeing. These interventions come in two forms – 

pharmacological and non-pharmacological. Both can support people  

to manage symptoms, or progression, of dementia.

For non-pharmacological management, NICE recommends that healthcare professionals offer 

a range of activities tailored to the person’s preferences.114 For people with mild to moderate 

dementia, healthcare professionals should offer Cognitive Stimulation Therapy (CST) and Group 

Reminiscence Therapy and should consider Cognitive Rehabilitation or Occupational Therapy. 

Education and support groups, post-diagnostic counselling and Life Story work can also help a 

person come to terms with their condition. 

We heard from people with dementia that these interventions are beneficial, not just for cognitive 

function but also for their general wellbeing. However, essential to this is the provision of 

appropriate interventions that are tailored to the person’s preferences. But we heard about a lack 

of access to age-appropriate support groups, particularly for people with young-onset dementia. 

One person said it was one of the worst experiences she’d ever had, as the choice of activities 

wasn’t tailored to her preferences. She didn’t feel included and the other members were unable to 

understand how she could get there alone. She had already moved from Scotland to England to 

access more age-appropriate support, but she still described feeling out of her depth. 

This lack of appropriateness can cause barriers for people from many groups, including people 

from Black, Asian and Minority Ethnic (BAME) communities, men, and people from the Lesbian, Gay, 

Bisexual and Transgender (LGBT) community. It’s vital that we look at how to make activities and 

services more inclusive. People from BAME communities may face additional barriers relating to 

language and culture. For example, some older BAME people may be less likely to speak English 

or use English as their dementia progresses. The provision of interventions must be reviewed and 

made more appropriate and tailored. It must consider age, ethnicity, gender and sexual orientation, 

and reflect the diversity of our society. 

A 2020 study surveying dementia commissioners revealed that few 

areas reported providing dementia health services specifically for  

BAME populations.115  

We heard from people with dementia that the condition meant there were things they can no longer 

do, and so access to group activities was extremely beneficial. People told us about the value 

of peer support groups and meeting others who are also living with dementia. They said it ‘really 

helped us come to terms with what was happening’ and it provided a space for ‘having someone 

there who knows what it’s like’. 

We heard positive stories of people sharing experiences and learning 

how to live well with dementia: ‘it’s difficult but it’s not impossible’. 
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Despite the benefit of these services, we know that people aren’t being offered them as standard, 

or they’re struggling to access them. We know that post-diagnostic support interventions aren’t 

universally available and vary in their duration and content. 

In 2020, a fifth (20%) of people said that, in the last 12 months, they hadn’t had enough support 

from local services or organisations to help them manage their condition.116 In some cases, people 

told us they were taking responsibility for setting up local support groups in the absence of formal 

support services. 

Unpublished data from the IDEAL study shows that 70% of people with 

dementia and 71% of carers haven’t taken part in any intervention to  

help with their condition.117 

The 2019 national memory service audit shows that 25% of services were unable to refer to another 

service for CST.118 However, group activities aren’t suited to everyone. The 2019 audit shows that 

in total, 46% of people were offered CST but almost half (46%) declined it.119 Despite this, it’s one of 

only a few post-diagnostic support interventions recognised within national guidance. Therefore, 

the opportunity to access these interventions, at an appropriate time and accompanied by clinical 

recommendation acknowledging its benefit, is essential. It’s worth noting that service design and 

commissioning priorities may explain the lack of provision and access of post-diagnostic support 

interventions. For example, some services are commissioned solely as a diagnostic service and 

so may not have sufficient workforce, budget or resources to provide different post-diagnostic 

support interventions.120  

We heard much about the benefits of cognitive rehabilitation, which aims to improve a person’s 

ability to carry out daily living tasks and other meaningful activities. This is particularly beneficial 

in the earlier stages of dementia. It helps manage memory impairment more effectively and 

improve quality of life for both people with dementia and family carers.121 It involves working with 

healthcare professionals to set personally relevant goals and developing strategies to reach them. 

These strategies may include techniques for learning new information, maintaining attention, 

concentration and stress management. It’s valuable for people at all stages of dementia, although 

in different ways. 

Occupational therapists are one professional group that can provide cognitive rehabilitation and 

help support functional ability. After speaking with professionals and people affected by dementia, 

it became clear that occupational therapy can significantly improve quality of life. We heard positive 

stories about occupational therapists providing information and tips on memory and supporting 

independent living. 

Losing the ability to do day-to-day tasks can have a negative impact 

on a person’s mental health. One person with dementia told us that 

‘occupational therapists saved my life when I would have been happy  

to drink and eat myself to death.’ 

He described being unable to tie his shoelaces and receiving advice from his consultant to buy 

Velcro shoes. Instead, his occupational therapist gave him a frame to practice doing his shoelaces, 

which made a significant difference to his independence and mental health.
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A key issue, however, is the point of intervention. It’s beneficial that occupational therapists can 

be accessed via a range of health and care settings. But we heard it’s most beneficial for them 

to be embedded within the diagnostic pathway for dementia. This is to intervene early and take 

on a preventative role in order to sustain everyday living. Too often referrals come as a result of 

crisis, when people aren’t as receptive to support. This doesn’t prevent occupational therapists 

being used at other stages – they can also maximise recovery after a fall, for example.122 But the 

challenge is ensuring that services are able to implement cognitive rehabilitation to support people 

living in the community to prevent problems. 

Other Allied Health Professionals (AHPs) that are important for people with dementia in terms 

of offering rehabilitation are 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. 

What is good practice?

Actively promoting research participation. For example, in Stockport research is embedded 

within post-diagnostic support groups, with time dedicated to discussing research and why 

people should sign up. They aim to find creative ways to increase participation, such as through 

attending research days within the trust. 

Ensuring people diagnosed with dementia have access to follow-up opportunities to discuss 
their diagnosis and that this is embedded within the local pathway. For example, a one-month 

follow-up in primary care for all dementias, or for memory services to follow-up with people 

diagnosed with all dementias (depending on local pathways). At Camden Memory Service, if a 

person is diagnosed with dementia, they will be reviewed at home every six months by a named 

practitioner in the team for ongoing monitoring and to offer support, advice and signposting. 

This also has the benefit of being one point of contact for all patients with dementia in the borough. 

Ensuring that every person with dementia has a named care coordinator and knows how to 
contact them for consistent and proactive follow-up care and support. The care coordinator 

role may be filled by one of a range of professionals, such as an admiral nurse, GP, dementia 

navigator or social worker. It may change as the person with dementia’s needs and their family’s 

needs change. In Bristol, the GP provides care coordination, but the Dementia Wellbeing Service 

ensures each GP and person living with dementia also benefits from the support of a named 

Dementia Navigator and named Dementia Practitioner – these are linked to each GP practice 

across the city. The Dementia Navigator and Dementia Practitioner provide additional support 

to GPs to identify and support people with memory problems and possible dementia, as well 

as supporting the person with dementia. Every person with dementia has a named Dementia 

Navigator and knows how to contact them for consistent and proactive follow-up care and 

support. The Navigator can liaise with a range of professionals, including their Dementia Practitioner 

colleagues in the service or external partners such as an admiral nurse, GP or social worker.  

Locating dementia advisers within memory services and primary care. For example, in Merton, 

the dementia adviser sits in the memory clinic to provide more information and arrange a follow-up 

home visit. In Cambridgeshire, every month a specialist Dementia Support Worker or Manager 

works in GP surgeries and sees patients referred to them by GPs – both people living with 

dementia and carers. This enables GPs to focus on health-related issues during appointments, 

while the Dementia Support Worker or Manager provide support for all other issues.
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Listening to feedback from people affected by dementia to influence service improvements 
and ensure a needs-led approach. For example Dorset CCG completed an extensive 

consultation process in 2019. They worked with voluntary organisations, people living with 

dementia and their carers to co-design various options and choose a way forward. Another 

example is the DEEP group in Wigan, who have influenced the following service improvements: 

– An ‘Under One Roof’ event which takes place at local venues several times a year, attended  

 by agencies such as Alzheimer’s Society, Wigan Later Life and Memory Service, Citizens Advice  

 and the Carers Centre. 

– Additional information being included in the post-diagnosis course, such as details of the  

 Herbert Protocol, and the CEA card which gets carers free cinema tickets.

Developing a local support offer that recognises the diversity of people living with dementia.  
It should consider how ethnicity, religion, gender, age, sexual orientation and any disabilities  

might shape interests and needs. For example, Touchstone BME Dementia Service in Leeds  

has provided specialist support since 2012 to people from ethnic minorities living with 

dementia or memory problems and to their carers. It’s commissioned by the CCG. It supports 

people to access mainstream services and provides case work to address the lack of culturally 

appropriate post-diagnostic support. It also provides pre-diagnostic support, including raising 

awareness of dementia in different languages and making links with communities and faith 

groups. The Bristol Dementia Wellbeing Service also has an inclusive practice. It works with local 

communities through its Community Development Coordinators, such as the Deaf community 

and Somali community, to raise awareness of dementia and highlight issues communities may 

face in accessing or receiving services. These include the need to adapt cognitive testing so  

that it’s more appropriate for specific communities, and ensuring interpreters are booked  

for appointments.

Developing local advance care planning initiatives. For example, West Yorkshire and Harrogate 

Health and Care Partnership are currently piloting a resource which has been coproduced by 

people with dementia and carers. Aimed at anyone living with a long-term condition, it has been 

designed to support people to start conversations with friends and family about their future 

wishes for care. This project is part of a wider workstream which also aims to upskill staff 

working across health, social care and the voluntary sector to start timely conversations with 

people who are living with dementia about their future wishes for care. 

Implementing technological solutions to enable the sharing of care plans. For example, 

Coordinate My Care is an NHS digital service currently available across London. It’s funded 

by the London CCGs and has supported over 100,000 patients. It holds patient care plans 

electronically. These plans can be completed by a patient with their healthcare professional. 
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Living Well

What do we mean by living well? 

Living as well as possible with dementia is an aspiration  

for many people. But policy, literature and guidance aren’t  

always clear about what this means in practice, both for 

people with dementia and for the professionals who  

support them. 

This chapter looks at the period following initial post-diagnostic 

support – we take this to be around a year after diagnosis 

onwards. It covers consistency of follow-up, care coordination 

and care plan reviews. It also looks at support for carers, 

assessment of need as someone’s dementia progresses 

and the impact increasing care needs have on health and 

care services. 
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What are the benchmarks?

The following benchmarks have been used to assess what care people 

are receiving at this stage of the pathway:  

 ■ ‘People with dementia participate, with the involvement of their carers, in a review of their needs 

and preferences when their circumstances change.’ (NICE)123 

 ■ People diagnosed with dementia meet a named coordinator of care124 and should be reviewed 

every 12 months. (NICE)125  

 ■ Carers of people with dementia are offered an assessment of emotional, psychological and 

social needs and, if accepted, receive tailored interventions identified by a care plan to address 

those needs. (NICE)126 

 ■ ‘Carers of people with dementia have access to a comprehensive range of respite/short-break 

services that meet the needs of both the carer and the person with dementia.’ (NICE)127 

 ■ ‘Health, physical and emotional needs of families and carers are fully recognised, and their views 

are taken into account, especially at times of change.’ (Department of Health and Social Care)128  

 ■ ‘We have the right to continue with day to day and family life, without discrimination or unfair 

cost, to be accepted and included in our communities and not live in isolation or loneliness.’  

(Dementia Statements)129

 ■ ‘We have the right to an early and accurate diagnosis, and 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.’ 

(Dementia Statements)130 

Key questions and gaps between policy and practice 

This research has identified the following key considerations at this 

stage of the dementia pathway: 

 ■ How to tackle variation in practice for how people with dementia are consistently supported 

throughout the dementia pathway.

 ■ The role of GPs in supporting someone with a progressive condition, changing needs and varying 

symptoms, and where responsibility sits within primary or secondary care to ensure access to services. 

 ■ Care plan reviews and how far they deliver on expectations for how a person’s condition is 

progressing, particularly considering comorbidities. 

 ■ How to initiate more proactive provision of interventions throughout the pathway, for both 

people living with dementia and their carers. 

 ■ How to effectively support carers, both in terms of support they’re eligible for, but also formal support 

for the people they care for, considering cultural, practical and financial considerations and needs. 

 ■ How best to care for people with severe dementia. This includes preventing hospital admissions 

and ensuring subsequent care meets clinical and personal needs and changes in residence are 

handled effectively. 

We begin to explore these questions within this chapter. It’s essential they are considered as part  

of the development of local dementia pathways.
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Consistency of follow-up

In a 2016 survey of GPs, 70% cited the lack of accessible local services as 

the main barrier to support for people with dementia. Only 50% thought 

their patients with dementia get enough support from the NHS and  

67% thought their patients get enough support from social services.131  

Dementia is a progressive condition, meaning that people’s needs will change. Proactive and 

consistent follow-up is therefore essential to ensure people’s needs are regularly assessed and 

appropriate support is put in place.132 But there’s much variation in practice across the country for 

how people with dementia are supported throughout the dementia pathway.

Guidance says that every person with dementia should have a review of their care needs within 

the first 12 months of their diagnosis and every 12 months thereafter, unless agreed otherwise 

between the person and healthcare professional.133 While NICE recommend a named coordinator  

of care to review people’s needs every 12 months, the Prime Minister’s Challenge on Dementia 2020 

recommends that a GP takes on this role.134  

In cases where the GP has acted as the care coordinator, we heard from people with dementia that 

contact with their GP can vary a lot. The level of support received from GPs also depends on their 

knowledge of dementia. 

One person said that when he was referred back to his GP, his GP 

‘answered [my] questions as best he could but didn’t have the level  
of knowledge to answer them all.’ 

We know that care plan reviews aren’t happening consistently or as regularly as required. One 

person said that since their diagnosis of Alzheimer’s disease three years ago at a memory clinic, 

they’ve had no appointments or contact with their GP about their condition. The 2020 GP Patient 

Survey found that under half of people with dementia (47%) said they’ve had a conversation 

with a healthcare professional from their GP practice to discuss what’s important to them when 

managing their condition, 40% haven’t, and 12% didn’t know.135  

Public Health England data shows a more positive assessment of the number of reviews of care plans: 

on average, for 2018/19, 78% of people in England had their care plan reviewed in the last 12 months.136 

However, there’s much regional variation, with average scores ranging from:

While it’s important that care plans are regularly reviewed at least every 12 months, it’s also vital 

that these reviews are done meaningfully. The review of dementia care plans is an indicator under 

the Quality and Outcomes Framework (QOF), a voluntary reward and incentive programme.138 But 

recent research found no evidence that the QOF influences integration or coordination of care, 

holistic care, self-care or patient experience.139 

31.7%  92.5%
137

 

50      From diagnosis to end of life

154 of 189



Our research suggests care plan reviews are not matching people’s expectations. We consistently 

heard from people with dementia that they want to know if their dementia is progressing and cited 

that as an outcome they’d value. The Prime Minister’s Challenge on Dementia 2020 identifies GPs to 

take on the leading role for the healthcare of people with dementia. Therefore, future service design 

should consider how primary care can be enabled to provide more appropriate and integrated 

care necessary for people living with the condition. Or it should consider where responsibility for 

dementia lies in terms of primary or secondary care. Proper oversight of a person’s care is essential 

to enable access to timely specialist input when required. 

One person with dementia told us her GP went through the list of her comorbidities, asked how her 

dementia was, and moved on. She felt her comorbidities made this a tick box exercise, rather than 

a meaningful activity which assessed the progression of her dementia. People with dementia told 

us they wanted to understand and monitor how their dementia was progressing. 

‘They sent me a care plan, but it was just a summary of my review 
meeting. That’s not what a care plan is. [A] care plan should be about 
what is next, not what has just happened.’ 

Person living with dementia 

We also heard from people with dementia that when they had a review of their care plan with their 

GP, it has focused on their physical and pharmacological needs. There was little emphasis on 

their dementia-specific needs. One person said their mother’s GP ‘simply continued to prescribe 

medication and had no further input into her care.’ But figures from NHS England show that less 

than a quarter (23.1%) of people with a diagnosis of dementia at 31 January 2020 had had their 

medication reviewed by a GP in the previous 12 months.140  

Reviewing prescribed medication allows professionals to track any improvements from 

pharmacological interventions but also to identify any side-effects. This is particularly relevant for 

people with comorbidities. A review of studies found that higher levels of comorbidity were linked to 

an increased risk of inappropriate prescribing for people living with dementia, with the rate ranging 

from 14% to 64%. It’s estimated that there’s a 31% rate for potentially inappropriate prescribing 

within the community and 42% in a nursing or care home setting.141 Given that 77% of people living 

with dementia also have one or more other health conditions, with 22% having three or more and 

8% having four or more,142 it’s critical that GPs understand the impact of a person’s medication and 

that this is regularly reviewed. 

‘Since my wife's diagnosis, the GP has concerned himself with physical 
issues alone but, when I request referrals, has referred us to the local 
care team. In turn, the care team have then made referrals to Occupational 
Therapy and Speech and Language Therapy, as well as completing  
needs assessments.’ 

Carer for a person with dementia 

Because dementia is a complex condition, people encounter a range of different services and 

professionals that can provide support for the different symptoms they may be experiencing.  

But the route of access to these is also complex. A lack of ownership means that people are falling 

through the gaps and are not receiving the support they need from the professionals they need it from. 
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This inconsistency of follow-up is also shown by therapeutic interventions coming to an end. Within 

a dementia pathway, few non-pharmacological interventions are provided or designed for after 

the initial diagnosis, or they’re harder for people to access once they’ve been discharged from the 

memory service. There isn’t enough provision to refer to, or enough activities suitable, for later in 

the condition when more specialist support is needed. This is especially true for people without 

carers or for carers needing a break. Initiating more opportunities within the pathway would help 

ensure that people who might have declined the offer during the initial post-diagnostic support 

meeting, or people who are in crisis, can access these. Regular reviews in primary care, and open 

referral systems within memory services, would support continued access to specialist input and 

proactive provision of post-diagnostic support interventions, especially in urgent or crisis situations. 

Cognitive Stimulation Therapy (CST), for example, is usually provided over a series of weekly 

sessions, with people left with little or no support soon after they end. We heard frustrations from 

people with dementia that when interventions finish, such as CST or other group activities, people 

are left alone to maintain contact with other people with dementia that groups had connected 

them to. One carer told us that referral to temporary interventions, such as a set number of 

counselling sessions, is unhelpful. While it may be effective for some people, it’s important to 

explore different options to best support the individual. 

We heard from people that this was where the pathway suddenly dropped away. After receiving 

their diagnosis and initial support interventions, they felt there was nothing more that could be 

done for them. People told us that more proactive provision of interventions and support would 

enhance their ability to live well. 

Supporting carers

In 2014, it was estimated that around 700,000 people were providing 

informal or unpaid care to the 850,000 people living with dementia in  

the UK.143 Further estimates echo this.144 Data from 2018/19 revealed 

that 35.3% of carers were caring for someone with dementia.145 Four in 

10 carers (40%) provide over 100 hours of care a week, and 61.2% provide 

more than 35 hours per week.146  

Caring for someone with dementia can put a huge strain on a person’s physical and mental health 

and on their general wellbeing. So that they can care effectively for people with dementia, as well as 

look after themselves, support for carers is essential. 

‘I feel tremendous guilt when I can’t cope. Sometimes I react and it doesn’t 
help. I feel numb, hurt, sad, angry, resentful of my loss of freedom then 
tremendously guilty and selfish.’ 

Carer for a person with dementia

When asked about living well, one focus group told us that receiving support from their carers is 

the only reason they can live well. In a 2015 survey of GPs, 64% reported that not having a carer to 

navigate the system was a barrier to someone with dementia getting the support they need.147  

Supporting carers is, therefore, a crucial part of the dementia pathway.
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NICE recommend several measures to support carers, including psychoeducation and skills 

training, and the provision of services that enable them to support people with dementia. These 

services should be tailored to individual needs and preferences and be available when needed. 

Data published in 2020 shows that over a quarter of memory services (26%) were unable to provide 

or refer on to carer psychoeducation training. In the services that were able to refer on, in 45% of 

cases it was deemed inappropriate, and 27% declined the service.148 It’s important to consider the 

timing of these interventions, as many carers may not be ready for it straight after diagnosis. There 

needs to be a range of routes available to access these programmes, such as the Strategies for 

Relatives (START) intervention, to ensure proactive provision and access to interventions. Services 

should also do more to outline the importance and benefit of doing this training. For most people 

living with dementia, their primary carer will be their main source of support. 

NICE also recommend that services and professionals should advise carers about their right to 

a carer’s assessment and an assessment of their need for short breaks and other respite care. 

Despite this, an Alzheimer’s Society study revealed that the most common concern amongst 

carers is the lack of support to know how to access help and information.149 We heard many  

carers are often left to research local respite care services themselves, and they told us that  

an accessible list of recommended places would be preferable. 

Respite care enables a carer to take a break, offering them time to look after their own physical 

and mental health. It also gives them a chance to catch up on activities they may have missed due 

to their caring responsibilities, such as getting their prescription or seeing friends and family. The 

proportion of adult carers of people living with dementia who have had as much social contact as 

they would like has decreased from 41% in 2012/13 to 36% in 2016/17.150 This suggests that more 

needs to be done to support carers to improve their own quality of life.

The Care Act 2014 gives people who care for someone with dementia a legal right to a carer’s 

assessment.151 This in turn should lead to the creation of a support plan to help ease some of the 

challenges the carer may be facing. The plan may include adaptations and aids to help care, or 

arrangements for carer visits and respite care.152 However, we heard of issues regarding provision, 

access, type and quality of carer support. While we heard from some carers that they want respite 

care, others told us that more practical support, and less written information, would be helpful. 

Carers’ assessments are the gateway to accessing support. But we know that carers of people 

with dementia consistently aren’t receiving an assessment of their needs. One research study 

suggests that just 39% of carers for people with dementia living in the community had received a 

carer’s assessment.153  

A 2020 report by Alzheimer’s Society had similar findings. Only 39% of respondents said they had  

a carer’s assessment, 8% were unsure and 53% hadn’t had an assessment. 

For the 53% who hadn’t had an assessment, this was due to:

x

? ??
not having been 

offered one (47%)

not being aware  

of carer’s 

assessments (16%)

being told they  

were not eligible  

for one (4%)

other reasons (22%)154
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Services working directly with people with dementia and their carers, as well as local authorities, 

must do more to identify carers so that appropriate support can be put in place. Not only are carers’ 

assessments a legal requirement, but they can have a significant impact on a person’s ability 

to continue in their caring role if they wish to do so. This can be more cost-effective, and it 

can also enable people with dementia to stay at home for longer – something we know many 

people affected by dementia prefer. 

Carers’ assessments are critical to set out how needs are met, but councils may charge for this 

support. Unfortunately, this reflects the social care system more generally, where people affected 

by dementia typically spend £100,000 on their own care.155 Ending the artificial divide between free 

healthcare and means-tested social care would enable better integration between systems.  

It would remove the question of who pays for care that can delay people receiving the care they 

need. It’s long been something that Alzheimer’s Society has called for through its Fix Dementia  

Care campaign. 

Formal support for people with dementia can support informal carers to continue in their role. 

Despite this, paying for care and enduring financial assessments can deter people from seeking 

support. We also heard that carers felt disengaged with asking for support, because they know  

the support put in place won’t be there when it’s really needed. 

One carer asked,  

‘Am I meant to just leave my wife sitting in soiled clothes until 11am  
when the care workers come around?’ 

Dementia requires different types of care around incontinence, nutrition, dressing, hygiene and 

more. But we heard that the quality of caring by local authority carers can be inconsistent. Some 

informal carers describe the assistance provided by formal care workers as a lifeline, but others 

report frustration in the support provided. High staff turnover rates amongst care workers – 30% 

in 2018/19156 – can also mean that carers of people living with dementia struggle to build a rapport 

with the care worker. This may have an impact on the continuity and level of care that can be provided.

Another issue we heard about is the lack of culturally appropriate care. A recent research study 

which explored the experiences of South Asian carers of people with dementia receiving health 

or social care supported our findings.157 For people to receive personalised care, local authorities 

must consider the provision of culturally appropriate services and the ability of different 

communities to access them. 

54      From diagnosis to end of life

158 of 189



‘It’s never been easy finding support for my Mum that takes 

cultural differences into account. She needs female care 

staff and they ideally need to speak Punjabi as Mum is 

resorting to her native tongue as the condition progresses. 

It’s been a struggle from the beginning. Persuading the authority that Mum needed support was 

an ordeal. It was quite evident that Mum wasn’t bathing or brushing her teeth, she was wearing 

the same clothes for weeks, not eating properly and not taking her diabetic medication. They 

finally agreed to pay for three 15-minute homecare visits via their preferred agency for two weeks 

to determine if that was actually the case. However, the quality of care was just awful. One of the 

carers found Mum holding a pan that was on fire, while suffering from a serious UTI, and as a result 

Mum ended up in hospital on the psychiatric ward.
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I decided to take responsibility for arranging care for Mum myself as the council were unable to help 

in sourcing Punjabi-speaking caregivers. Arranging that really shouldn’t be as traumatic as it has 

been. I have searched for Punjabi-speaking professional carers, with Alzheimer’s experience, for 

the past three years to no avail. The ladies I found had very little or no experience, so I had to train, 

educate and manage them constantly. This presented so many challenges in that so many ladies 

have come and gone over the past three years, only one has stuck by Mum.

I’ve been managing Mum’s care for over three years from my home in the North West – 200 miles 

from Mum’s home in the South East as well as visiting every week. I ended up leaving my job three 

years ago to coordinate Mum’s care as advocating for Mum was taking up so much time – it is a 

full-time job in itself. 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. 

After the lengthy and gruelling process of justifying the need for funding from Adult Social Care, I 

had no choice but to opt for direct payments from the council as they weren’t aware of Punjabi-

speaking carers. The initial funding wasn’t enough, so I had to fight for more. We were advised the 

direct payments awarded were at the top end but we still had to top up significantly to ensure Mum 

had 24-hour care as she couldn’t be left on her own at all. I was continually told by adult social services 

that Mum would never be eligible for Continuing Healthcare funding, so I never broached the subject. 

With no income, I can barely afford to top up Mum’s care anymore. However, I promised Mum years 

ago that I wouldn’t move her into a care home, and I’m doing everything I can to keep that promise. 

She knows every nook and cranny of her home and Mum gets distressed in a different environment, 

even when she has stayed with me or my Sister. I’m also very worried that most care homes 

wouldn’t give Mum the culturally appropriate care she needs. Why, in a society like ours, am I having 

to seek culturally appropriate care for my Mum? And why do I have to pay extra for it?

Managing Mum’s care has been challenging on all fronts over the past three years, but the COVID-19 

pandemic has escalated it to an excruciating level. Mum was hospitalised with sepsis and was 

admitted to the local community hospital mid-May 2020. I have always stayed with Mum for the 

duration of her many hospital admissions (numerous UTIs, pneumonia and sepsis) – advocating for 

Mum was essential as so much information was lost in translation between the professionals, often 

leading to mistakes. Thankfully I was present to ensure this was avoided but I couldn’t this time due 

to coronavirus. I received so much misinformation and no face-to-face with Mum, despite being 

advised they had iPads. When Mum was finally discharged it was quite clear she was traumatised. 

The consultant notified us that Mum will not benefit from another hospital admission and that she 

is at the end stage as she is aspirating. He has recommended palliative care at home.

While trying to come to terms with this emotionally, I find myself, yet again, fighting for the right care 

so that Mum’s end of life can be as comfortable as possible in her home.’ 

Jag, daughter and carer for a person living with dementia

56      From diagnosis to end of life

160 of 189



Advanced care

Research published in 2020 shows that the number of people with 

severe dementia across the UK is projected to more than double by 

2040. Among the current population of people with dementia,14% have 

mild dementia, 28% have moderate dementia, and 58% have severe 

dementia.158 With a high proportion of people living with severe dementia, 

we must be able to support their needs. 

While a person can live well with dementia, there will come a time where decisions regarding more 

advanced care will need to be taken. In some cases, this may be more support at home, but other 

cases may involve taking a decision to move into a care home. We heard this can often follow a 

hospital admission and is a significant point in a person’s pathway. Despite this, we heard that care 

in both hospitals and care homes can be variable. 

It’s well known that hospital admissions are best avoided for people with dementia. However: 

Over half of people with 

a diagnosis of dementia 

in 2018/19 were 

admitted to hospital.159 

Emergency admissions in 

the six years to 2017/18 

found 379,000 cases where 

dementia had been recorded 

on admission. 

Poor integrated working between health and care services or a lack of appropriate care provided  

in the community are often cited as reasons behind hospital admissions for people with dementia. 

Hospitalisation can have a negative effect on people’s health, cognition and wellbeing. On hospital 

admission, older people with dementia are at higher risk of death, long lengths of stay and nursing 

home admission, as well as higher risk of delirium, dehydration, falls, reduction in nutritional status 

and decline in physical and cognitive function.161 So it’s particularly worrying that in 2017/18, 40,000 

admissions of people with dementia — around one in 10 of all admissions — were for 28 days or longer.162  

We also heard that people had received inappropriate care while in hospital — often it didn’t 

consider dementia-specific needs. A hospital stay can increase the likelihood of behaviours that 

challenge, while reasons for admissions such as delirium and urinary tract infections may also 

increase agitation and aggression. This can lead to the increased prescription of psychotropic 

medicines in hospital. 

A recent audit found an estimated 6% of all inpatients with dementia were given a new prescription 

during their time in hospital, but just 57% of new prescriptions had the reasons for their need 

recorded.163 It’s important that a clear understanding of a person’s needs is sought before 

pharmacological interventions are used. By doing this, better care can be provided and the risk 

of any side-effects from pharmacological interventions can be reduced. It’s also important that 

inpatient hospital prescriptions are reviewed on discharge to ensure they’re still appropriate. 

Currently, one-fifth (20%) of new prescriptions during admission weren’t reviewed at discharge.164 

This is a rise of  

100,000 admissions 

 since 2012/13.160 

!!
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A person’s needs must be appropriately assessed, and proper care implemented, so that a hospital 

stay doesn’t impact on the rest of their pathway outside of a hospital setting. The discharge process 

is equally important. A delayed discharge can have a negative impact on a person living with dementia. 

It extends the time a person spends in an unfamiliar and unsuitable environment and increases the 

risk of preventable complications or infections. Discharge planning processes should happen at the 

point of admission, and any reasons for delayed discharges should be addressed quickly. 

Both health and social care services must work together effectively to ensure that people with 

dementia don’t spend more time in hospital than clinically necessary. In 2019, around 16% of people 

with dementia in hospital had a change of residence after discharge. Of these, 77% went from 

their own home or carers’ home to a nursing or residential care facility.165 How far different health 

and care services communicate with each other has a significant impact on a person’s discharge 

experience. One person whose mother was in hospital said she wasn’t kept properly informed 

about when her mother was to be discharged or given enough help about where to go. She made 

six to seven phone calls every day for over a week to get the information she needed. 

‘This is the hardest thing about the health and social care system, 
nothing is joined up and you never know who the right person is to call.’ 

Family member of a person with dementia 

Involving the person with dementia and their family in the discharge process and keeping them 

fully informed may also improve a person’s hospital and discharge experience. Crucially, it can allow 

families enough time to look for different care arrangements if a person’s needs have changed. 

However, data shows that 28% of people with dementia in hospital received fewer than 24 hours’ 

notice of discharge in 2019.166 

NHS Continuing Healthcare (CHC) assessments were identified as a big issue when we spoke to 

people affected by dementia about the discharge process. CHC is a financial care package for 

people with long-term complex health needs who require social care. This is arranged and funded 

solely by the NHS.167  

One person told us that their mother was bed-bound in hospital for a 

month. She could no longer walk, eat, drink or use the toilet for herself. 

During her hospital stay she was assessed for CHC and awarded a six-to 

eight-week care package. But on reassessment, it was judged she didn’t 

meet the criteria and so she was now ineligible for funding – even though 

her care needs hadn’t changed.

Another person told us their mother had been in hospital for eight weeks and subsequently lost the 

ability to walk, eat and drink. She had been in hospital for this long due to the costs of a nursing 

home suitable for her needs, and because the NHS and the care home couldn’t negotiate the cost 

of this care.  

People affected by dementia told us that CHC assessments aren’t fit for purpose and can be 

very lengthy. Too often, people with clear high care needs aren’t receiving appropriate funding. 

This is affecting the extent to which they can receive care outside of hospital. Also, when CHC 

assessments are carried out during the discharge process, disagreements between health and 

care services can often increase the time a person spends in hospital. This can have negative 

effects on their condition. The Government should urgently review the CHC process and how  

it’s serving people with dementia. 
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For some people, care needs may be best facilitated in a care or nursing home. This is to ensure 

people can continue to live well by providing the necessary health and social care for their needs. 

We heard that this can be an extremely difficult decision for families, but often they’re left with no 

other option. 

It’s critical that nursing and care homes are suitable for people living with dementia. Public Health 

England data from 2019 shows that a quarter (27%) of residential care home and nursing home 

beds, suitable for a person over 65 with dementia, were found to be inadequate or needing 

improvement. However, this has improved from 31.4% in 2018 and 40.3% in 2017.168 It’s also  

essential that all care home staff are trained to Tier 2 of the NHS-backed Dementia Training 

Standards Framework to provide good quality care to people with the condition. 

Time spent in care and nursing homes is a large part of the dementia pathway for many people. 

People in care homes will often need to receive more advanced and specialised care. It’s important 

these services, and local authorities commissioning them, understand the particular clinical and 

personal care needs of people with dementia and put in place the most appropriate support. 

This should include regular assessments of residents with dementia. It should also include the 

appropriate use of assessment information to ensure additional care needs can be identified and 

support measures put in place. Electronic access to patient notes and care plans can also support 

more integrated care. 

Care home staff should be supported by clinical input and quick access to advice and support where 

necessary to support residents and improve care, but also to reduce hospital admissions. The 

provision of Care Home Liaison support is vital to assess needs and develop effective management 

plans via a multidisciplinary team that has dementia training. They can also provide effective 

opportunities to provide support, education and training to care home staff. But this isn’t commissioned 

everywhere, so people can struggle to access the services they need. Recognition of the value of 

Allied Health Professionals within care homes is also critical to support health, care and wellbeing. 

What is good practice?

Ensuring people with dementia have opportunities to access continued specialist support. 
For example, Stockport Memory Assessment Service offers a monthly clinical drop-in for 

discharged patients to see the nurses in person or over the telephone. 

Offering telephone helplines so that people can easily get in touch for advice, information or 
help in a crisis. In Bristol, the Dementia Wellbeing Service runs an Access Point and staff on the 

helpline have access to information about people with dementia on their caseload. They can 

easily get a picture of each person’s unique situation and existing support. 

Psychology input for patients and carers, and the development of robust structures to enable 
the provision of regular opportunities for carers to access psychoeducation and skills training – 
they shouldn’t just be part of the initial post-diagnostic support offer at the memory service. 
For example, Camden Memory Service have a dedicated Assistant Psychologist who offers 

the START intervention. It’s available at any time for any informal carers experiencing increased 

stress, anxiety or depression associated with caring. The practitioners who review patients on a 

six-monthly basis can identify carers’ stress. They can provide basic psychological strategies at 

every review or they can signpost to local services. Patients, carers and GPs can also contact 

named workers if the patient or carer is struggling, or if they’ve noticed changes before the 

review is due. This allows for an intervention before a crisis occurs. The Psychology team also 

offer CST and Carers’ CST in cases where English isn’t the patient’s first language, as well as 

individualised patient and carer psychology interventions when needed. 
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Embedding support for carers within services. For example, the Bristol Dementia Wellbeing 

Service helps carers access support. This includes carrying out Integrated Carers Assessments 

on behalf of the local authority, enabling them access to vital respite funds or alternative 

provision that supports them in their caring role. It provides opportunities for carers to  

access psychoeducational counselling and has commissioned both specialist individual and 

couples’ counselling. 

Enabling access to timely specialist input by adopting a ‘step up/down’ model. For example, 

integration of specialist nurses within primary or secondary care to incorporate clinical skills 

and knowledge. In Camden where the memory service provides ongoing support, people can be 

reviewed by an assistant practitioner but can be stepped up to a nurse when additional support 

is needed. Or they can access the Home Treatment Team for intensive short-term support to 

avoid hospital admission or in times of crisis. Another example is in Doncaster where a pilot 

was undertaken to improve post-diagnostic care and support through providing an integrated 

service delivered by Admiral Nurses and Dementia Advisers using a case management system. 

This has proven to be successful and has now developed into a well-established service.  

Referrals undergo a robust triage process, and get allocated to Admiral Nurses if they are 

assessed as ‘intensive’ (meaning they have high or complex levels of need), or allocated 

to Dementia Advisers if they are assessed as ‘maintaining’ (meaning they are helped to 

access support and other appropriate services). If a referral comes into the service that is not 

appropriate for either of these, consent is gained from the carer to refer on to other appropriate 

agencies within the local area. This integrated structure provides continuity of care. It enables 

families to be seamlessly transferred between the caseloads of the Dementia Advisers  

and Admiral Nurses as appropriate, and enables close working with other providers in the  

post-diagnostic pathway. 

Upskilling care home staff and ensuring appropriate outreach to care homes. For example, 

Cumbria’s Care Home Education and Support Service (CHESS) aims to improve and support 

the ability of care homes to understand and manage dementia and mental health needs and 

reduce unnecessary hospital admissions. The team includes a community mental health nurse 

and dementia specialist support workers. The service has three elements:  

– A rolling programme of education on dementia and mental health experiences for care home    

   staff, offered to all care homes free of charge and for up to three staff per care home 

– A practical outreach service to provide mental health assessment, specialist interventions  

    and support 

– Outreach support to ease the transition from inpatient unit to care home. 

Clinical input and quick access to advice and support from a multidisciplinary team working 
within care homes, to ensure people with dementia can access the right services at the right 
time and benefit from fast-track referrals. For example, Care Homes Assessment Teams 

in Enfield is an integrated, multidisciplinary mental and physical health team. It includes 

community matrons, geriatricians, a consultant psychiatrist and mental health nurses, 

occupational therapy, a phlebotomist and pharmacists. It also works closely with primary  

care, frailty networks and a tissue viability service. 

Recognising the value of Allied Health Professionals when considering the makeup of staffing 
across services. For example, ongoing access to occupational therapists can review the 

environment, physiotherapists can help with strength and balance exercises, and speech 

and language therapists can support with communication, eating, drinking and swallowing. 

Dieticians and podiatrists are equally important. In Camden, there’s a dedicated dementia 

specialist occupational therapist within the memory service who can be deployed to any 

person with dementia for a review if they need it.
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Dying Well

What do we mean by dying well? 

Everyone diagnosed with dementia will have the condition at 

the end of their life. Dementia is a life-limiting condition and 

can be the primary cause of, or a significant factor contributing 

to, a person’s death. 

This chapter looks at the care people receive at the end of 

life, including access to palliative care and advance decisions. 

It also looks at where people with dementia are dying, which 

is a frequently-used quality marker. 
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What are the benchmarks?

The following benchmarks have been used to assess what care people 

are receiving at this stage of the pathway:  

 ■ ‘People in the later stages of dementia are assessed by primary care teams to identify and plan 

their palliative care needs.’ (NICE)169 

 ■ ‘All people with dementia and their carers receiving coordinated, compassionate and  

person-centred care towards and at the end of life, including access to high quality palliative 

care from health and social care staff trained in dementia and end of life, as well as  

bereavement support for carers.’ (Prime Minister’s Challenge on Dementia 2020)170 

 ■ ‘We have the right to an early and accurate diagnosis, and 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.’ 

(Dementia Statements)171 

Key questions and gaps between policy and practice 

This research has identified the following key considerations at this 

stage of the dementia pathway:  

 ■ Access to palliative care and how to overcome the barriers to this in light of increasing need. 

 ■ How palliative care needs are assessed and delivered across the range of health and care  

settings people with dementia may be living in. 

 ■ How to ensure access to the right services that meets need, rather than default hospitalisations.

 ■ How to manage hospitalisations and instead increase comfort and quality of life.  

 ■ How to ensure people with dementia have a good end of life regardless of place of death. 

 ■ Whether advance decisions are considered and issues surrounding mental capacity at end of life. 

We begin to explore these questions within this chapter. It is essential they are considered as part  

of the development of local dementia pathways. 
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‘My mother, Dorothy, last lived independently in October 2017. She spent 

a total of seven months in hospital and a further seven months in two 

care homes, one a residential home, the other a nursing home, before 

sadly passing away in January 2019. 

During this time, there were a total of 101 NHS and local authority staff involved with her case,  

and this does not include all the acute hospital staff and care home staff who cared for her in her 

last year of life. Despite the involvement of these staff, Mum failed to get a sufficient end of life  

care package.
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In October 2017, she had two emergency hospital admissions in nine days due to suspected sepsis 

and falls. She was still in hospital in December 2017, when a doctor assessed her as frail and in 

decline, writing that she was likely to be in the last weeks and months of her life, and advised that 

palliative care would be reasonable. However, neither the doctor nor any other clinician developed 

a palliative care plan for my mother. After this, she proceeded to have three recurrent chest 

infections while in a temporary placement in a residential care home, before another hospital 

admission in 2018 where she was diagnosed with pneumonia.

This hospitalisation lasted four months, before my mother was discharged to a nursing home for 

end of life care. The hospital consultant requested that end of life care planning be carried out in the 

discharge letter to the GP and nursing home. However, I found out GPs are not duty-bound to follow 

up on hospital requests and as such, failed to instigate any appropriate palliative and end of life 

support for Mum.

When she was discharged to the nursing home where she was supposed to be receiving end of life 

care, she had a chest infection and experienced breathing problems. She was also routinely refusing 

food, liquids, personal care and medication. According to nursing home records, it was clear that 

she was not consuming enough food and fluids to sustain life and even a hospital-prescribed food 

supplement regime was not complied with.

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. If a palliative care plan had been delivered, I am certain she would not have gone 

back into hospital and there would have been less involvement from ambulance, A&E doctors and 

hospital staff, which were at times completely avoidable.

I think if our family had received the support we needed from Mum's GP and social services at  

the time it was urgently required, it would have been possible for Mum to live in her own home for 

longer and perhaps end her life there, which is what she wanted. I believe the fact that she was not 

supported to do this by health and social care professionals hastened her cognitive decline and 

increased her anger and unhappiness about her situation. I remember Mum telling her social 

worker in September 2018 – ‘so far everyone who’s meant to have helped has done harm.’

Mum wanted to die at home. I really deliberated when Mum was in hospital and care homes whether 

it was in her best interests to get her home and provide her with an end of life care package there. 

However, the risks outweighed the benefits – I could never be sure she would get the right package 

of care so that she would not suffer unnecessarily in her last weeks and months. It saddens me 

that despite being in a nursing home at the end of her life, she still didn’t have a palliative care plan 

to deliver appropriate end of life care.’

Daphne, daughter and attorney for Dorothy who was living with dementia
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Care at the end of life

Dementia was the leading cause of death in 2018, accounting for12.7% 
of all registered deaths.172

More than ever, there’s a need to ensure people with dementia can 
access the right palliative and end of life care to enable them to die well. 
With much of the focus on living well, this part of the dementia pathway 
is often overlooked. This has resulted in a significant gap between what 
people are experiencing and what is optimistically phrased ‘dying well’ 
within dementia health policy. 

Palliative care includes treatment, care and support for people who have a serious, life-limiting 

condition, where a cure or a reversal isn’t possible. End of life care – treatment, care and support  

for people nearing the end of their life – is an important part of palliative care.173 It aims to enable  

a person to live as comfortably as possible in the time they have left.

NICE guidance says that people living with dementia should be offered flexible needs-based 

palliative care that considers how unpredictable progression can be from the point of diagnosis.174 

For those who are approaching end of life, healthcare professionals should use an anticipatory 

healthcare planning process. They must involve the person and their family members and carers  

as far as possible. It’s important to note that while end of life care is normally thought to be within 

the last year of life, the timeframe can be difficult to estimate for people with dementia. 

According to the law and to national guidance, healthcare professionals should use best-interest 

decision-making principles if the person doesn’t have capacity to make decisions about their 

care, and if there’s no legal proxy with the authority to make the decision (for example an attorney 

acting under a Lasting Power of Attorney for health and welfare). If advanced decisions to refuse 

treatment are in place, professionals must follow one that is valid and applicable to the situation. 

They should also encourage people living with dementia to eat and drink, taking into account their 

nutritional needs. They should consider using a speech and language therapist if there are concerns 

about a person’s safety when eating and drinking. 

The Prime Minister’s Challenge on Dementia 2020 says that all people 
with dementia should be able to access high quality palliative care. But 
the evidence we collected shows that people affected by dementia can 
struggle to access these services, particularly at end of life. 

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 and wishes at end of life, which can affect how far professionals can manage those 

symptoms. Given average life expectancy in care homes, there should be more oversight and 

regulation of this aspect of care by the Care Quality Commission.  

Family involvement, autonomy and individuality, realistic expectations and living in the present are 

considered important aspects of end of life care by people living with dementia and their carers, 

alongside compassionate care and information availability when making decisions.175 Supporting 

carers is essential at this point in the pathway, as well as acknowledging their strengths in spotting 

the signs of pain, infection or deterioration. 
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Further evidence found timely planning discussions, coordination of care, effective working 

relationships with primary care, managing hospitalisations and continuing care after death were 

seen as required for the delivery of good end of life care for people living with dementia by staff, 

people with dementia and family carers.176 Data from Public Health England shows that in 2017, 

people for whom dementia was an underlying or contributory cause of death spent the largest  

total number of days in hospital in their last year of life in comparison to all other conditions.177 They 

also had the highest number of emergency admissions in the last year of life across all conditions. 

Hospital admissions can be stressful for people with dementia and contradict the aim of comfort 

and quality of life during their last year of life. Also, transitions between care settings can have 

limited clinical benefit for patients with advanced cognitive and functional impairment, and 

transitions among patients with advanced dementia are often avoidable.178 This means that more 

resources should be targeted towards reducing hospital admissions and increasing comfort and 

quality of life in their place of residence. This includes upskilling and increasing the confidence 

and judgment of care home staff to manage hospitalisations. Better integration between primary, 

community and secondary care via multidisciplinary teams would be essential to support this. 

Complex needs and symptoms, including pain and severe agitation, require intervention and 

multidisciplinary working. However, one research study highlights the current mismatch between 

services and need at end of life. Most participants received visits from primary care and emergency 

paramedics but had little input from geriatric or mental health care professionals.179 The same 

study also revealed the lack of advance care planning, with fewer than 40% having an advance  

care plan in place. 

There are several barriers to receiving good quality end of life care. These include a lack of staff 

skills, difficulty in communicating, pain and symptom management, a lack of coordinated care, a 

lack of commissioning guidance and policy levers, and above all a lack of awareness that dementia 

is a terminal condition. Commissioning structures aren’t conducive to integrated care. Different 

services (and therefore commissioning costs) are involved, such as acute trusts, local authorities, 

charities and general practice at the end of life, but at the same time there’s a lack of shared 

accountability. The future direction of Integrated Care Systems will hopefully bring shared planning 

and delivery, formalised arrangements, collective responsibility and shared accountability. But local 

authorities need to be integrated too.  

Another reason that people with dementia may struggle to access end of life care is difficulty in 

identifying when a person might be in their last year of life.180 But the impact of poor access to 

these services is significant. It can result in worse outcomes in terms of pain and symptom control, 

and of quality and experience of care.181 Identifying pain in people living with dementia can be 

challenging, even using clinical assessment tools. Even when it is identified, people with dementia 

may receive less pain relief than for those with other conditions such as cancer.182 Access to 

services should be based on need, not prognosis. 

People affected by dementia told us they struggled to access end of life 

care through general practice, community nurses and hospitals.  

The reasons they were given include: 

 ■ 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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There must be regular data collection at primary care level. It should document 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.

We know there are significant benefits to palliative care. One person told us about their battle to 

get palliative care for their mother and described the ‘revolving door’ as a ‘nerve-wracking time’. 

She had to explain to different healthcare professionals why she was going back to hospital. She 

said that once palliative care was in place, she was ‘looked after beautifully’. We also heard that 

partnerships with hospices can provide good outcomes due to their expertise. Provision of  

out-of-hours advice to care homes was also highly valued.  

Need for these services is going to increase. It’s vital to start a national conversation about dying 

with dementia. By 2040, annual deaths in England and Wales are projected to rise by 25.4%.  

If the trend of age and sex-specific proportions of people with palliative care needs remains the 

same as between 2006 and 2014, the number of people requiring palliative care will increase by 

42.4%.183 Disease-specific projections show that dementia is proportionally the biggest cause of  

increased need. 

To date, there’s been a strong policy focus on place of death. Preferred place of death is a 

commonly used quality marker. Across all conditions, the number of people dying in hospitals is 

declining. This has led to the number of deaths in care homes increasing. Care homes are key to 

reducing the number of people with dementia who die in hospital, so more must be done to ensure 

end of life care is improved in care home and nursing home settings. Nearly three-fifths of people 

aged 65 and over who died with a mention of dementia died in care homes.184 Given the average life 

expectancy of people in care homes, there must be a bigger role for regulation of end of life care 

within care homes. 

If trends are sustained, by 2040, the annual numbers of people dying 

at home and in care homes will almost double. However, if there’s no 

expansion of capacity and end of life care training for staff in care homes 

and in home care services, the trend in declining hospital deaths will likely 

reverse by 2023.185 

This is particularly concerning given that almost six in 10 (58.8%) people with dementia express a 

wish to die in a care home and 39% express a wish to die in their own home. However, despite 39% 

expressing a wish to die at home, just 8% of people over 65 with dementia died at home.186 This is 

significantly lower compared to all deaths for people aged over 65 (21%).187 There must be a national 

review of capacity and access to end of life 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. 

Further data from Public Health England shows that, on average in England, over 69.1% of people 

over 65 with dementia died in their usual place of residence in the 2017/18 reporting period.188 

However, this varies according to region from: 

 41.4%  83% 
Good advance care planning should include where a person wishes to die. But this depends on 

whether a person has had these conversations and whether their wishes have been noted in a 

shareable care plan. Clear limits of treatment and records updated close to death can enable a 

person’s preference to be met. 
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Where people die is influenced by what care options are available locally. Good quality, community-

based end of life care can increase the chance of death in a person’s usual place of residence.189 

But people with dementia have symptoms that often aren’t effectively addressed earlier in their 

pathway. This means the dying phase in a person’s dementia journey may often go unrecognised.190 

It’s vital that advance care planning conversations are undertaken to ensure a person’s wishes on 

place of death are identified and documented, so that people have the best chance to die in a place 

of their choosing.

Advance care planning

Advance care planning enables people with dementia to plan ahead 

and can support healthcare professionals and families to carry out the 

wishes of a person at the end of their life. 

This is particularly important because many people may not have the capacity to make these 

decisions when they’re in the last months, weeks or days of their life. This reinforces the need 

for professionals to discuss end of life care at every stage of a person’s pathway and enable 

opportunities for revisions if a person changes their mind.

It can involve making an advance decision, which allows someone to decide about specific 

treatments they don’t want to receive in the future. It can also involve making an advance 

statement, which allows someone to express their wishes about future care options. For example, 

they can say where they wish to live and which type of care and support they wish to receive, and 

express other wishes such as food preferences. Lasting powers of attorney (LPAs) are another 

way to plan ahead. An LPA is a legal document that lets a person appoint one or more people to 

help make decisions or make decisions on their behalf, at times when they cannot make their 

own decisions due to a lack of mental capacity.191 Some people may limit their attorneys to make 

decisions about specific things, such as sustaining treatment. It’s also important to consider that 

there may be situations where healthcare professionals will overrule someone’s previous wishes 

and preferences if they believe it’s in the best interests of the person. 

One person, whose mother was in a care home, said that staff found her unconscious and sent her 

to hospital. But they didn’t tell the paramedics or the hospital staff of her wishes, set out in her LPA, 

that she wanted her attorney to make decisions about life-sustaining treatment. Staff therefore 

gave her medication which contradicted the wishes she’d set out in her LPA. 

Despite the importance of this legal document, we heard from some families of people with dementia 

that their advance decisions haven’t been taken into account by healthcare professionals. If someone 

lacks mental capacity to make a decision, an attempt should still be made to find out their wishes. 

Their past, present and future preferences should be considered. For example, if someone has 

made an advance statement this must be considered by the decision-maker. We heard about 

cases where this doesn’t happen, and the decision is simply taken by the healthcare professional. 

It’s essential that healthcare professionals providing care to people with dementia 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 one has been appointed. 
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What is good practice?

Commissioning specific services for people with advanced dementia. One example is Services 

for Adults with Advanced Dementia in Oxleas NHS Foundation Trust. This is a community-based 

service for people who have dementia, are living at home and are thought to be in their last year 

of life. It’s funded through the Better Care Fund and aims to coordinate care, support carers 

and help people remain in their homes for longer. They provide a detailed, person-centred 

assessment of the care that someone needs, conducted by the care coordinator together with 

the consultant psychiatrist and the person and their family, to establish a care plan. This includes 

looking at what the carer needs in terms of respite and support. The service visits the person 

with dementia, supports the carer, liaises with other services and advocates for them. Plans  

are regularly reviewed, and carers continue to be supported after bereavement if necessary.

Ensuring family involvement at end of life. For example, Services for Adults with Advanced Dementia 

in Oxleas NHS Foundation Trust supports people in their own homes, supporting carers and 

acknowledging their strengths in spotting the signs of pain, infection or deterioration. Although 

this is a 9am to 5pm Monday to Friday service, access to out-of-hours services is rarely 

needed, probably due to the detailed anticipatory care planning. 

Developing partnerships between care homes and hospices, where there’s extensive experience 
in palliative and end of life care. For example, Wigan & Leigh Hospice provide a service called 

Hospice In Your Care Home, which sees the hospice work with care homes in the borough. 

The service provides: support to care home staff to understand the principles of palliative 

and end of life care, a formal education programme and bespoke training, additional support 

at short notice if needed, support for the development of advance care plans, and additional 

support for those important to the person who is dying.  

Ensuring care homes have access to electronic patient notes and care plans. For example, 

in Enfield care homes have been supported in providing training for staff in information 

governance and GDPR. This allows the care homes to access notes and care plans. Care plans 

are shared across care homes, the community teams and secondary care. Requests not to 

attempt resuscitation (if appropriate) are signed off by the nurse prescriber, the geriatrician  

or the GP. This can prevent inappropriate ambulance trips to hospital.

Upskilling and increasing the confidence and judgement of care home staff to manage 
hospitalisations. For example, the Care Homes Assessment Teams in Enfield have upskilled 

care home staff in assessment and provided access to support and advice. This enables 

them to make better and more confident decisions about when to seek hospital support for 

people in their care. They provide education and follow-up on-the-job training to care homes 

to manage their resident’s needs safely and holistically. They also provide emergency rapid 

response to deteriorating patients, medically supporting residents to not be admitted to 

hospital, where possible. This has led to a reduction in A&E attendances and admissions, people 

dying in their preferred place, patients stopping or reducing their medication usage, and better 

management of their mental health conditions.  

Ensuring that measures of success include patient- and carer-reported outcomes and 
assessments of quality of life and a ‘good death’. This must include ongoing carer support  

after death and access to specialist bereavement services if needed. 
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Conclusion 

From diagnosis to death, people with dementia 

face challenges in accessing effective care 

and support. From speaking to people 

across the country, this report identifies  

key issues across the dementia pathway. 

Each gap identified in the pathway is as important as the 

next. Each type of support can affect the rest of a person’s 

pathway, both positively and negatively. 
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We know that people struggle to access a timely and high-quality diagnosis, 

as well as get a subtype diagnosis. This can affect the information they 

receive, their understanding of their condition and their ability to plan for 

their future care. 

We know that access to follow-up care, therapies and care coordinators 

is inconsistent across the country. People are left to fight for the care 

they’re entitled to, or they’re simply left unsupported. 

We know that informal carers, who are cited as one of the only reasons 

people with dementia are able to live well, are left without support and 

often reach crisis. 

We know that hospitals and care homes can be a large part of a person’s 

pathway, but people still struggle to access the appropriate care for their 

level of need. 

To die well with dementia is to have comfort and quality at the end of life. 

But we know that people with dementia struggle to access appropriate 

palliative and end of life support. 

A recurring theme at each stage of the pathway is the sense of disjointed, 

fragmented care. 

Health and social care both have a role to play in improving the dementia 

pathway. They must ensure that people are receiving consistent care 

from diagnosis to death, and that no one is left behind.
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Appendix:  
Methodology 

The information in this report, including  

reference to policies and Government  

status on issues, is correct at the time  

of writing (June 2020).
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National guidance

We identified and analysed national guidance and legislation relevant to the dementia pathway. We used 

this as a benchmark against what people affected by dementia had told us about their own pathway. 

The guidance used was ‘Dementia: assessment, management and support for people living with 

dementia and their carers 2018’ (NICE guideline [NG97]). The legislation used was the Care Act 2014. 

We also used older NICE guidance on dementia (2010, 2013). While some quality statements regarding 

dementia care were no longer considered a national priority, we included them based on experiences 

at a local level. 

Literature review 

We undertook a thorough literature review of existing pathways, standards and datasets for people 

with dementia. 

Focus groups

From November 2018 to April 2019, we ran a series of focus groups with people affected by  

dementia to explore their experiences of care and support in England. In total, we engaged with 

nine focus groups, and spoke to over 75 people with dementia and carers of people with dementia. 

Due to the coronavirus pandemic and timing restrictions, we had to halt further engagement we’d 

planned with people affected by dementia.

Engagement with healthcare professionals 

To supplement our understanding of issues within the dementia pathway, we contacted a range of 

health and care professionals. These included General Practitioners, geriatricians, nurse practitioners, 

occupational therapists, neurologists, psychiatrists and dementia advisers. 

From 30 January to 30 February 2020, we ran an online survey targeted 

at healthcare professionals. We asked the following questions:

 ■ In what area of dementia care do you provide care and support?

 ■ What type of health care and support service do you work in?

 ■ What is your job title?

 ■ Please describe your day-to-day role in providing care and support for people affected by dementia.

 ■ What challenges exist within your service and job role specifically that impact the provision of 

effective, timely and person-centred care and support to people affected by dementia? 

 ■ What do you think would help improve the provision of effective, timely and person-centred care 

and support to people affected by dementia in the service you work, and your job role specifically?

 ■ Do you consider the service in which you work best practice? If so, why do you think this?

The survey had 64 responses, although not every respondent answered every question. 

External commissioning 

We commissioned Imogen Blood & Associates to support with the identification of good practice 

examples between January and March 2020. Their methods included an online search and literature 

review, approaching 31 services, interviewing 17 professionals from eight different services, and 

interviewing four people living with dementia and eight family carers.  
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