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Don’t Leave Me Now play 

This week, playwright Brian Daniels put on a 

viewing of his play Don’t Leave Me Now at Age 

UK’s office in London for DAA members. The play 

was based on two real-life stories: one, a family 

where the Dad was living with dementia and the 

second featured a same-sex couple where one 

partner was living with dementia. It was a fantastic 

performance that was emotive and inspiring. After 

the play we had a Q&A session chaired by Bupa’s 

Professor Graham Stokes. If anyone would like 

Brian to put on a viewing for your organisation or 

in your local area, please do get in touch with him. 

You can read about the play and find Brian’s 

contact details on his website. 

 

 

 

Dates for your diaries 

 22
nd

 June – Quarterly Meeting 2: Salford 

 14
th
 Sept. – Quarterly Meeting 3: Bradford 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Action update of the month:  

 

British Society of Gerodontology 

BSG president and chair represented BSG at the 

Public Health England meeting in March 2016 at the 

Department of Health in London.  PHE thanked BSG 

for contributing their knowledge, expertise and ideas 

for developing the important new commissioning 

guidance document, 'Commissioning Better Oral 

Health for Vulnerable Older People' due to be 

published later this year.  As chair of the society, 

Vicki Jones has collated responses on behalf of the 

society to the NICE draft guideline consultation – 

Oral health for adults in care homes and to Royal 

College Surgeons London for ‘Setting the Research 

Agenda for Dementia and Oral Health, presented in 

October 2015 

 

Please remember to regularly provide a Quarter 

Update for each of your online Actions.  For a 

reminder on how to do so, please read the website 

user manual. 

 

 

Members 

We warmly welcome our newest members 

 

Local: 

There were 93 new Local members in April. 

National: 

There were no new national members  

 

 

 

Dementia Action Alliance 

 

 

Alliance  

Alliance 

 

http://www.dontleavemenow.co.uk/#intro
http://www.dementiaaction.org.uk/assets/0001/1914/Website_User_Manual_for_DAA_Members_v2_F.pdf


 

 

 

We spoke to Vanessa and asked her a few 

questions…. 

 

1. What has been your career path to date? 

 

Since graduating from University many years ago, 

I have been involved in research. My work has 

mainly been within the public sector and 

Quango’s. However, I also gained experience in 

the private sector in a small research agency, so 

have sat on both sides of the fence! 

Approximately 7 years ago I decided to return to 

University to undertake a Masters degree. This 

then led on to undertaking a PhD looking at the 

social investment activities of housing 

associations. 

Nearly two years ago I joined Housing & Care 21 

as the External Affairs Manager and have since 

moved on to become Head of Strategic 

Engagement. My department contains a number 

of teams which includes research and evaluation, 

PR and marketing, resident engagement, financial 

wellbeing and bids.  

 

2. What are Housing & Care 21 doing to 

improve the lives of people affected by 

dementia? 

 

The dementia challenge is something which is 

core to the work of Housing & Care 21 as a 

specialist provider of accommodation for older 

people. There are too many initiatives to list here, 

but to provide a few examples;  

• We have made a commitment that within the 

next five years, half of our residents will become 

dementia friends; 

• We are leading a task and finish group within the 

housing sector to identify practical steps which the 

sector can take to proactively contribute towards 

developing dementia friendly communities; 

• As a founding member of the Housing and 

Dementia Research Consortium, we continue to work 

closely with colleagues to explore research 

opportunities concerning people living with dementia 

and communities;  

• The design of our new schemes is constantly 

reviewed to ensure that good design principles (for 

older people and for people living with dementia) are 

integrated.  

 

3. What is a project that you have really enjoyed 

being involved in? 

 

Housing & Care 21 is committed to providing quality 

housing and care services to its residents and 

service users. As part of this, my team have a rolling 

programme of evaluations in both our retirement and 

extra care courts. I really enjoy visiting our courts 

throughout England and speaking to our residents 

and court managers. The result from these 

evaluations are fed into the appropriate teams within 

the organisation and help to continually shape our 

service offer.  

 

4. What do you see as being the key strengths of 

the DAA? 

 

The DAA has been extremely successful in engaging 

with a significant number of organisations, helping to 

ensure that their commitment to the dementia 

challenge remains at the forefront of their minds. For 

Housing & Care 21, the need to develop an action 

plan and report on it has helped us to hold ourselves 

to account in our actions and ensure that we deliver 

on our promises. It has also prompted us to identify 

areas of expertise in dementia care and ensure that 

this is disseminated throughout the organisation.  

 

5. What more needs to be done to support people 

affected by dementia? 

 

Although awareness of the dementia challenge is 

increasing, much more remains to be done. To help 

people live well with dementia there needs to be a 

This month we speak to Housing & Care 
21’s Head of Strategic Engagement Dr. 

Vanessa Pritchard-Wilkes 
 
 
 



 

greater level of understanding and associated 

support within their communities.  

There is also a need to ensure that carers have 

the skills and knowledge to help people with 

dementia. Adding to this is a real need to provide 

support and guidance for informal carers whose 

lives are significantly affected by caring for loved 

ones with dementia.  

 

6. What would be your one ask of DAA 

members? 

 

To continue to talk about dementia and those 

actions which can be taken to gradually lead to a 

society which is more understanding and capable 

of dealing with the dementia challenge.  

There is also more work to be done around the 

language used when speaking about dementia, 

ensuring that people are not labelled in an 

unnecessarily negative way.  

 

7. Tell us something interesting about 

yourself. 

 

Isn’t that a question you always dread at a training 

session! I am an avid ice hockey fan despite an 

appalling performance from my team over the last 

2 years. During the month of May I intend to run 

the distance of a marathon. Spreading it over 31 

days seems far more sensible that undertaking it 

in one day 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Recruitment:  

 

Dementia Adventure 

DA work in partnership with individuals 
and organisations so that all people 

living with dementia can have a sense of 
adventure in their lives regardless of 

where they live. 

 

Volunteer Co-ordinator 

 
You will design and develop a number of 
volunteer roles including, but not 
exclusively, volunteers to support the 
delivery of outdoor activities for people living 
with dementia and their carers, volunteer 
ambassador roles, fundraising volunteers 
and administration and support roles, 
including governance roles. 
 
Salary £20,800 per annum 
Part time, Essex 
 
For further info visit DA’s recruitment page. 
 

 
Mental Health Foundation 

MHF’s vision is for a world with good 
mental health for all. Their mission is to 

help people understand, protect and 
sustain their mental health 

 
Grants Manager 
 
MHF are looking for an excellent 
relationship builder and clear communicator 
to strengthen their team which drafts and 
submits funding applications and manages 
existing ones. This will include major 
applications to the Big Lottery Fund for 
multi-year grants. 
 
Salary £29,441 - £30,786 per annum 
For further info visit MHF’s recruitment 
page. 
 
Closing date: Monday 15th April 2016. 
 

DAA at a glance 
 
April 2016 
 
Total membership = 4133 
 
Total actions = 14923 
 
Total Local Dementia Action Alliances = 225 

http://www.dementiaadventure.co.uk/news/article/were-hiring-volunteer-co-ordinator-vacancy
https://www.mentalhealth.org.uk/jobs/grants-manager


 

 

 

The experiences, needs and outcomes for 

carers of people with dementia 

It is estimated that there are some 700,000 family 

members or friends of people with dementia 

providing care in the UK. Carers make a vital 

contribution to the person they care for and to 

society. The RSAS plans to support carers to 

undertake their caring role and to enhance their 

health and well-being and so improve outcomes 

for themselves and the person they care for. 

 

The personal experience of providing support and 

care for persons with dementia is very individual 

and dependent on many factors. The range and 

quality of interventions that carers need and find 

available in their locality also varies considerably. 

 

RSAS are enormously grateful to the Association 

of Dementia Studies, University of Worcester, for 

producing a comprehensive and incisive review of 

the literature currently available that examines the 

experiences and needs of carers and the 

evidence of outcomes produced from a wide 

range of interventions. 

 

This literature review is a crucial step in helping us 

understand how we can all best go about 

supporting carers. RSAS will use this evidence as 

a springboard for developing our service offer to 

carers. 

 

RSAS, in partnership with ADS Worcester 

University, offer the evidence contained within this 

document to commissioners and providers across 

all sectors of care and health services to enable 

the continual improvement of their support to 

carers of people with dementia. 

 

Download the literature review. 

 

Action: Find out about RSAS 

BSI Code of practise on dementia-friendly 

communities 

The recognition process is designed to enable 

communities to be publicly recognised for their work 

towards becoming dementia-friendly. The foundation 

stage of the process was built around seven 

foundation criteria which were developed around 

what is important to people affected by dementia and 

their carers and consists of six month and annual 

reporting requirements. 

 

The PAS1365 document is a code of practice that 

has just been made publicly available online for free. 

It provides more detailed guidance and structure for 

communities around what 'dementia-friendly' looks 

like and what the key areas for action are in working 

to achieve a dementia-friendly community. 

The code provides recommendations on:  

 Who needs to be involved in setting up a 

dementia-friendly community 

 Aims that should be central to all dementia-

friendly communities 

 Areas for action to focus on and the 

processes needed for a dementia-friendly 

community to operate successfully 

 The positive changes for people with 

dementia that we would expect to see from a 

dementia-friendly community 

 

View the PAS code of practice 

 

Action: Read up on DFCs 

 

 

 

Prescription Charges 

In April 2016 the cost of prescriptions in England 

increased again to £8.40 per item. For many people 

with long term conditions, this will have a serious 

financial impact. Currently there is an exemption list 

which dictates who does and doesn’t have to pay for 

their life saving medication. The majority of long term 

conditions, including dementia, are not currently on 

this list. Therefore people who live with one or more 

Member Activity  
 
 

http://www.thersas.org.uk/wp-content/uploads/2016/04/RSAS-ADS-Experiences-needs-outcomes-for-carers-of-people-with-dementia-Lit-review-2016.pdf
http://www.thersas.org.uk/
http://shop.bsigroup.com/forms/PASs/PAS-1365-2015/
http://shop.bsigroup.com/forms/PASs/PAS-1365-2015/
https://www.alzheimers.org.uk/site/scripts/documents_info.php?documentID=2136


 

of these conditions, and are under 60 years old, 

will have to pay for their prescriptions. The 

medical exemption criteria isn’t logical. It was 

established in 1968 and has barely changed since 

then, meaning many conditions that people now 

live with for years either didn’t exist when the 

exemption criteria was created, or had such a 

short life expectancy it was not thought necessary 

to add them.  

  

The Prescription Charges Coalition, made up of 

almost 40 organisations including Parkinson’s UK, 

believe people with long term conditions shouldn’t 

have to pay for their prescriptions. They want this 

unfair situation addressed and believe the 

Government should review and extend the 

medical exemption list to all those with long-term 

conditions in England. 

 

How you can help 

 Would your organisation like to join the 

Prescription Charges Coalition? If so, email  

prescriptionchargescoalition@gmail.com 

 Ask your supporters to tell their MP about 

this issue and forward responses to 

prescriptionchargescoalition@gmail.com  

 Follow @PrescriptionCC on Twitter and 

share our messages 

 Help find stories of those affected by 

these unfair charges and put them in touch 

with the Prescription Charges Coalition 

 

Action: Read up on Parkinson’s and dementia 

 

 

 

Royal College of Physicians publishes End of 

Life Care Audit for Hospitals 

The Royal College of Physicians (RCP) has 

published a national report for its end of life care 

audit for hospitals. 

 

The audit, funded by NHS England and Marie 

Curie, is a detailed investigation of end of life care 

in hospitals, against the Five Priorities for Care of the 

Dying Person published in One Chance to Get it 

Right. 

 

The 2016 report shows improvements since the 

previous audit in a number of areas, including 

recognition that people are dying, symptom control 

for the dying person, and communication. It also 

shows that there is room for improvement, especially 

in the provision of 24/7 specialist palliative care 

services. 

 

Read the hospital report 

 

Action: Read up on the work of Royal College of 

Physicians 

 

 

 

Age UK/ LSE/ NHS England: Interactive 

workshops for improving older people's care 

Last year, the London School of Economics 

published research looking at the data from the Adult 

Inpatient  Survey. The results of the research showed 

that older, more vulnerable patients were more likely 

to face a poor experience in hospital with regard to 

dignity and help with eating:  

Following this research, Age UK, LSE, and NHS 

England are holding workshops for health 

professionals. During the workshops, they will be 

hearing from the researchers from LSE, who will 

briefly explain their work. They will also be hearing 

from Catherine Thompson (Head of Patient 

Experience, Acute Services, NHS England), and 

Ruthe Isden (Head of Health Influencing, Age UK). A 

range of speakers representing providers will be 

detailing their initiatives in how they’ve approached 

this issue. They’ll also be examining how to identify 

those who are vulnerable, and discuss dignity. 

 

There will be an opportunity for table discussions and 

Q and As. This will be a solutions-focused and 

interactive workshop. The events are free, and  will 

http://www.prescriptionchargescoalition.org.uk/
mailto:prescriptionchargescoalition@gmail.com
http://bit.ly/1RIaPkW
http://bit.ly/1RIaPkW
mailto:prescriptionchargescoalition@gmail.com
https://twitter.com/prescriptionCC
mailto:prescriptionchargescoalition@gmail.com
http://www.parkinsons.org.uk/dementia
http://dyingmatters.us2.list-manage1.com/track/click?u=ea6a78606131cd2a0c50cb52b&id=ea094c6268&e=153415ce0e
http://dyingmatters.us2.list-manage1.com/track/click?u=ea6a78606131cd2a0c50cb52b&id=54a5b11325&e=153415ce0e
http://dyingmatters.us2.list-manage1.com/track/click?u=ea6a78606131cd2a0c50cb52b&id=54a5b11325&e=153415ce0e
https://www.rcplondon.ac.uk/projects/outputs/end-life-care-audit-dying-hospital-national-report-england-2016
https://www.rcplondon.ac.uk/
https://www.rcplondon.ac.uk/
http://sticerd.lse.ac.uk/case/_new/research/equality/age_dignity_and_nutrition/default.asp


 

be held in London, Bristol and Leeds, and will run 

10am – 4pm with lunch provided: 

London  

Bristol  

Leeds  

The agenda is in the process of being confirmed 

and will be circulated as soon possible. In terms of 

attendees, it would be most beneficial for health 

professionals working in wards. If you’d like more 

information please get in touch with Nadia Kalam 

at Age UK. 

 

 

 

More knowledge is needed on self-directed 

social care for disabled people from the LGBT 

community 

New study funded by the National Institute for 

Health Research (NIHR) School for Social Care 

Research seeks to understand more about the 

challenges faced by the lesbian, gay, bisexual, 

and trans (LGBT) disabled community. 

 

The research project is a collaboration between 

Social Care Institute for Excellence (SCIE), the 

Norah Fry Research Centre (University of Bristol), 

the LGBT Disabled People’s Organisation 

REGARD, and the leading LGBT equality charity 

Stonewall 

 

Social care staff and providers may find it difficult 

to meet the needs that relate to sexual orientation 

and gender identity. Apart from initial decisions to 

‘come out’, users may well need support to 

access LGBT venues, take part in social activities 

with other LGBT people, enjoy other ‘ordinary’ 

daily aspects of being LGBT and require physical 

support with sex. 

 

Read more here. 

 

Action: See what SCIE have been up to 

 

 

 

 

The DAA are going to be shining a spotlight on the 

Prime Minister’s Challenge in every newsletter as we 

want to help DoH help implement this important piece 

of work. This month we look at Alzheimer’s Research 

UK’s role. 

 

Dementia research features prominently in the Prime 

Minister’s Challenge on Dementia 2020, and 

Alzheimer's Research UK has been actively 

engaging stakeholders to ensure that the ambitious 

aims of the guiding document are adequately 

supported in practice in the Implementation Plan.  In 

order to have “cures or disease-modifying therapies 

on track to exist by 2025,” much more is needed by 

way of funding, closer collaboration, public 

engagement, and the sharing of resources and 

knowledge.    

 

The research section of the plan commits to funding 

for dementia research from all sources (public, 

private and third sector) “to be doubled by 2025.”  

This would be growth from historic levels of public 

investment - £32 million in 2010, more than doubled 

in 2015 to £66 million – and the Government has 

committed to a further £300m by 2020.  Alongside 

this public sector increase, Alzheimer's Research UK 

is committed to raising £100 million by 2019, which 

would bolster third sector investment in the area.  

However, innovative funding mechanisms will still be 

needed to attract the additional private investment to 

meet the scale of the challenge, which has spurred 

Government investment in the Dementia Discovery 

Fund and up to £150 million for a Dementia 

Research Institute (DRI).   

 

The DRI will be a hub and regional spoke set of 

research facilities focus on developing new 

treatments.  This effort will be alongside the third 

sector, and while still in the earliest stages of 

development, the DRI will be aligned with other 

strategic research initiatives in the field, such as the 

PM’s Challenge on Dementia 2020 

https://www.eventbrite.co.uk/e/age-uk-lse-interactive-workshops-for-improving-older-peoples-care-london-tickets-23158119559
https://www.eventbrite.co.uk/e/age-uk-lse-interactive-workshops-for-improving-older-peoples-care-bristol-tickets-23159116541
https://www.eventbrite.co.uk/e/age-uk-lse-interactive-workshops-for-improving-older-peoples-care-leeds-tickets-23159593969
mailto:nadia.kalam@ageuk.org.uk
http://www.scie.org.uk/
http://www.bris.ac.uk/sps/research/centres/norahfryresearch/
http://www.regard.co.uk/
http://www.stonewall.org.uk/
http://www.bris.ac.uk/sps/news/2016/lgbtselfdirectedcare.html?utm_campaign=7035382_SCIE%20E%20Bulletin%2027%20April%202016&utm_medium=email&utm_source=SCIE&utm_sfid=&utm_role=&dm_t=0,0,0,0,0
http://www.scie.org.uk/


 

NIHR Dementia Translational Research 

Collaboration, Dementias Platform UK, Join 

Dementia Research, NIHR Clinical Research 

Networks, the NIHR Office of Clinical Research 

Infrastructure and the Alzheimer’s Research UK 

Drug Discovery Alliance.   

 

The partnerships between academia, public 

bodies like the NHS, the private and third sectors 

will continue to build world class facilities, 

infrastructure and capacity in dementia research 

in the UK.  The Implementation Plan is a 

mechanism to connect the activities of various 

initiatives, as well as balance areas of research 

focus to accelerate outcomes for people with 

dementia.  The work of the EU Joint Programme – 

Neurodegenerative Disease Research (JPND) 

and the U.S. National Institute of Aging (NIA)’s 

International Alzheimer’s Disease Research 

Portfolio (IADRP) will give the research field a 

clear picture of current areas of investigation and 

identify gaps in scientific knowledge, and the UK 

is supporting efforts to facilitate joint 

understanding and working.   

 

In order to meet the aspiration of dementia 

research as a “career opportunity of choice,” the 

UK’s Dementia Research Funders Forum has 

been charged with considering strategies to 

increase the number of researchers in dementia.  

This is over and above the current grant funding 

schemes that will naturally make up part of any 

increase in the number of researchers due to the 

reciprocal nature of funding and capacity – as one 

increases, it drives the other. Increased capacity 

will also be achieved by collaborative models that 

allow for the participation of the private sector and 

by promoting interdisciplinary working as well as 

early career development.   

 

Improved public awareness of dementia is closely 

tied to public messaging regarding risk reduction 

and healthy ageing.  As part of a risk reduction 

theme, Alzheimer's Research UK and PHE are 

working together to create a prevention fund and 

have jointly published a risk reduction leaflet as 

health information literature.  The NHS Health Check 

for those aged 40 to 74 years will now include a 

recommendation to discuss risk factors for dementia, 

rolling out first in a pilot program before nation-wide.   

 

Finally, the growth of the dementia research field will 

require increased numbers of people with dementia 

participating in studies.  The Implementation Plan 

projects that by 2018, 12% of people newly 

diagnosed with dementia each year will be registered 

on Join Dementia Research.   However, to hit the 

target for 2020 of 25% of people with a dementia 

diagnosis registered on Join Dementia Research by 

2020, and 10% participating in a study, there will be 

increased marketing and collaboration with NHS 

England to engage GPs, community pharmacies and 

memory clinics. 

About the DAA 

 
The Secretariat is based at Devon House, 58 
St Katharine’s Way, London, E1W 1LB and 
can be contacted at 
dementiaactionalliance@alzheimers.org.uk 
 
To visit the Dementia Action Alliance’s 
website, please go to 
www.dementiaaction.org.uk 
 
Follow us on twitter @dementia_action 

mailto:dementiaactionalliance@alzheimers.org.uk
http://www.dementiaaction.org.uk/

