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1.

Introduction by EMS Chair – The Rev. Canon Ivor Moody
The statistics speak for themselves: in the UK there are around 850,000 people with a
diagnosis of dementia (and of them 42,325 are under 65). By 2050 this figure is expected
to rise to over two million people living with dementia. At current diagnosis rates, 225,000
people develop dementia each year, a rate that is roughly one person every three
minutes.*
So a conference specifically to study dementia and spirituality proved welcome and
timely, and the number of delegates attending- over 150- reflected this. The fact that it
was about the impact and importance of a person’s belief system on the understanding
and management of their dementia journey is not surprising, considering the primary aim
of Essex Mind and Spirit is to promote a positive, holistic view of how faith and belief in
mental health, far from being seen as part of the problem, can be seen proactively as
part of the ‘solution’. Our two keynote speakers Professor Peter Kevern and The Rev’d
Dr. Joanna Collicutt did us proud in providing us with a theological, pastoral and practical
overview of some of the issues concerned with this huge and important subject and
giving us much food for thought. In due course their presentations, along with this postconference report, will appear on the EMS website- www.essexmindandspirit.org.uk
They were ably supported and backed up by a personal, up close view given by Peter
and Glenn respectively on how the issue impacts on someone living with dementia and a
carer for someone with the condition, and a visit in the afternoon by a Pets as Therapy
dog called Romeo and his owner Janet who talked about how animals can open up a
treasury of memories and interaction which is about the valuing of the whole person.
However the conference succeeded, too, in opening out the issue of dementia and its
understanding in what was a safe environment (and thanks to a wonderful lunch provided
by Rizwana Siddiqui and friends!), and which allowed free and frank discussions around
the subject which is so often regarded, like mental health more generally, as a ‘taboo’
subject and prone to a stigmatisation which helps no one. This was achieved through a
wide variety of workshops and stalls, provided and delivered by a wide cross section of
agencies, charities, faith groups and others, which offered delegates a chance to explore
aspects of dementia and its management perhaps not previously considered or known.
This report reflects some of the incredibly positive feedback EMS received, and if I was
to try and sum up the reactions to the conference in a sentence, I would say it was that
people simply appreciated the opportunity to come and give and take, to learn and share,
about a subject close to everyone’s heart.
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You will also see that, as with our previous County wide conferences, we have come away with
a wealth of things to think about and to try and tackle! We have made a start though, already
committing to work closely with some of those very organisations who were represented at the
conference, in trying to carry forward some of this work.
Watch this space!
Ivor Moody.
* Source: The Alzheimers Society
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2.

Conference Aims & Objectives
The Conference aims are:


To explore the role of faith/belief in promoting the wellbeing of people living with
Dementia and their carers



To identify the role that faith/belief groups can play in dementia care



To promote discussion and better focus faith/belief efforts in addressing the needs of
those living with dementia and their carers

The overall Conference objectives are:


To enable a Essex-wide discussion of ways in which faith/belief assists those people
living with dementia and their carers



To draw up a strategic programme to facilitate a better faith/belief response to the
growing social impact and consequences of dementia in Essex in the 21 st Century

5

3.

Spring Conference Programme

9.00am

Arrival, Registration &Refreshments

9.25am

Welcome, Introductions & Housekeeping (EMS Chair)
Introduction to the Conference (Dr Christine MacLeod)

9.45am

Morning Key Note Speaker- Prof. Peter Kevern – ‘Forgetting God? – Faith in a
Time of Dementia.’

10.10am

Questions

10.25am

Comfort Break

10.35am

Perspectives on Dementia:
(a) A carer’s perspective (Glenn Cousins)
(b) A service users perspective (Peter White)

11.00am

Workshops:








Dementia Action Alliances (Led by: Rebecca Jarvis)
Dementia Friends (Led by: Mark Neville)
Mental Health Chaplaincy (Led by: Allison Cline-Dean)
Dementia Friendly Gudwaras (Led by: Sital Maan)
Dementia Awareness (Led by: Nicole Kenlin)
Communities & Dementia (Led by: Faith Action)
Essex Dementia Care (Led by: Debbie Davis)

12.15pm

Lunch & Displays/exhibits

1.15pm

Afternoon Key Note Speaker – Rev. Dr Joanna Collicutt – ‘Thinking of You:
Dementia Friendly Congregations’

1.40pm

Questions

1.55pm

Pets as Therapy – (Janet & Romeo)

2.25pm

Workshop Feedback

3pm

Post it note wall, final call, summary, next steps & close
(Dr Christine McLeod)
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4.

Summary of the Contributions of The Two Keynote Speakers:
4.1

Prof. Peter Kevern – ‘Forgetting God? – Faith in a Time of Dementia.’

Prof. Kevern opened by asking the key question, why are we so scared of dementia? He
noted that recent studies had shown that dementia is now more feared by the general
public than any other disease, including cancer. It clearly has a unique power to horrify
and upset us.
The statistics show women to be more concerned that they or their loved ones will get
dementia; while men are slightly more oblivious and comfort themselves with the belief
that a cure will be found in their lifetimes. A US study showed that people most feared an
inability to care for oneself and be a burden on others (68%); followed by losing memory
of life and loved ones (32%).
The collective response to these fears (via a sensationalist UK press/media) is often to
hype new cures, then de-bunk them, highlight homeopathic medicines to slow the
progress of the disease and discuss collateral controversial issues, such as ‘assisted
deaths’ for UK dementia suffers. Prof. Kevern provided recent examples of this from the
Daily Express, FT, Reader’s Digest and BBC).
He argued that to see clearly we must confront our fears, abandon our 21st century idols
and take theology from denial to reality. He acknowledges that to understand clearly we
must listen to ‘experts.’ But there is an inherent problem here in the fact that expert
accounts rely on language and ‘where dementia becomes the defining reality, language
is being lost.’
So, what insights can we gain in to the spirituality of people with late stage dementia? He
quoted resources on poetic meanings beyond literal sense (John Killick); whether
families know even when communication is gone (Rob Merchant); and ‘awakening’ a
person’s spirituality (Naomi Fell); as well as a clip of a film, featuring Naomi Fell and
Gladys Wilson, where a popular song/hymn is used to boost communication with a
person with advanced stage dementia. The relevant clip can be found online at:
https://www.youtube.com/watch?v=CrZXz1OFcVM
Prof. Kevern points out that the spiritual meaning of dementia may be glimpsed in the
quality of stillness and attentiveness to the present moment. But we are also more than
our capacities and choices at any one moment; we build habits of virtue and meaning
over time. And we do not just do it as an individual. We build and maintain meaning with
others and ‘individuality’ is borrowed from, maintained by a social group.
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So in conclusion:






To see clearly, we must first confront our fears
To see clearly, we must abandon our idols
To hear clearly, we must listen to the ‘experts’
The spiritual meaning of dementia may be glimpsed in the present moment
Our spirituality is lent to us and built over time
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4.2

Rev. Dr Joanna Collicutt – ‘Thinking of You: Dementia Friendly Congregations.’

Dr Collicutt commenced by making the opening point that, in a church for example, a
dementia friendly congregation is effectively a community. This congregation has an
attitude to all people that is grounded in the love of God and informed by Christian
theology. Such communities make particular efforts to ensure that members of the
congregation affected by dementia are:







understood
included
belong
celebrated
reached out to
safe, but not over-protected

She then proceeded to justify her approach to the inclusion of dementia suffers and
carers based on theological themes. These included: humanity being created in God’s
image and his role as the gracious sustainer. Dr Collicutt identified some of the main
issues that bothered dementia suffers about their condition and addressed them using
scripture:
‘The importance of memory’ - Psalm 8.1 - What is man? – ‘That you art mindful of him.’
‘What if I cannot remember anything? - Isaiah 49.15 - ‘Can a mother forget the baby at
her breast … though she may forget, I will not forget you.’
What if I lose the capacity to understand about God? - Galatians 4.9 ‘You know God, or rather are known by God.’ Corinthians 13.12 ‘Now
I know in part, then I shall know fully, as I am fully known.’
What if I am not capable of loving God? - John 4.10 - ‘This is love, not
that we loved God, but that he loved us.’
What if my behaviour is poorly controlled, impulsive and immature? - Matthew 19.14 –
‘Let the little children come until me and do not hinder them for the kingdom of heaven
belongs to such as these.’ Ephesian 3.9 – ‘It is by grace that you have been saved
through faith – and this not from yourselves – it is a gift of God, not by works, so no one
can boast.’
She stated that Christianity has a concept of its people as ‘the body of Christ’ and the
demand is that:




We treat all as made in the image of God
We join in his act of sustaining the created order by ‘re-membering’ each other
We are prepared to be alongside others in the ‘land of forgetfulness’ (Psalm 88: 10-12
refers)

And this necessitates theologically the building of dementia friendly congregations, which
are:
‘Fully Inclusive’
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‘Remembering’ - people living with dementia are included in prayers and dementia is addressed
in sermons, pastoral care and education.
‘Address physical access issues’ - putting signage in place, making the environment
‘orientating’ rather than ‘disorientating’ and providing help with transport.
‘Welcoming’ – staff/volunteers wear name badges, all have confidence in talking with people
living with dementia and knowing how to respond to people’s potentially erratic behaviour and
emotions.
‘Meaningful worship’ – Services at appropriate times/length, familiar forms of services/hymns
and user friendly service sheets.
‘Real Belong’ (You are missed if you are absent)
Activities aimed at those living with dementia (i.e. luncheon clubs, singing for the brain) and
opportunities to be involved in the life of the faith community (i.e. crafts, knitting for Syria,
assisting with worship, asking/expressing opinions, respite for care givers and addressing
continuing spiritual growth needs).
‘Celebration’ Celebrate the contribution of carers, giving respite breaks and embracing a
‘spirituality of the present moment’ as one of the potential gifts of dementia.
‘Connection’ (Reaching Out): Connecting with local residential care homes (visiting, taking
communion, invitations to attend appropriate faith community events, supporting DAAs and
offering faith community premises for community activities.
‘Safety’ Hold safeguarding training on vulnerable adults for staff and volunteers, risk assess the
environment and promote understanding of individuals doing/saying eccentric or impudent
things due to the effects of dementia.
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5.

Summary of Conference Feedback & Evaluation:
5.1
Attendance
A grand total of 150 people attended the spring conference with a wide variety of
backgrounds and different experience on dementia issues.
5.2
Event Survey Results & Feedback
34 attendees submitted feedback survey forms and results were as follows:
Very
satisfied

satisfied

Neither
Satisfied/
unsatisfied

Overall
Experience

29

6

Organisation of
the event

26

7

Presenters

26

9

Workshops

20

11

1

Materials/handouts

27

6

1

Facilities/venue

24

10

Food/refreshments

29

3

unsatisfied

Very
unsatisfied

1

The survey underlines the high degree of satisfaction with the event amongst the sample
returning their forms. Indeed, it is notable that there were no marks under dissatisfied/very
dissatisfied.
Also on the survey form we asked three key questions and the following is a sample of the
responses received:
What were the strengths of the event?
 The conference addressing the individual aspect of dementia and the personal experience of
dementia/dementia care
 The organisation of the event
 Structure and balance of the day
 The depth of discussion facilitated by the event and the mix of people attending
 The excellent opportunity offered for networking and forming new partnerships/contacts
 The sharing of diverse experience
 Knowledge exchange
 The increase in awareness arising from the event
 The available information and handouts
 The stalls and the readiness of those staffing them to engage
 The lunchtime Taxi interview
11




The introduction to pet’s therapy
The high quality food and refreshments

Which parts were least useful or enjoyable
 Sound system/difficulty hearing some of the speakers
 Sound was an issue for the hearing impaired
 Workshops not structured enough – too open ended
 Event too Christian focused – other faiths need a higher profile/level of involvement
 Participants could only attend x2 workshops
 The venue was cold
 No prior information on parking facilities
Recommendations
 More of this type and quality of event
 A 2nd conference aimed at a wider audience
 Produce follow up literature showcasing Faith/belief best/good practice
 Hold follow up action learning sets to share good practice, discuss difficult issues and
establish common approaches




Establish a clearer focus on the spiritual needs of carers

12

5.3

Workshop feedback

21 forms were completed and returned, which summarised the key issues arising from the
workshop sessions. These can be summarised as follows:












5.4

The importance of sharing information and maintaining the links established as a result of
the event
Basic contact details need to be exchanged by all participants
Ensure all living with dementia and their carers are reached, including those in more
isolated, rural Essex locations
Promote access to established dementia friendly groups
Look at designing and running a ‘Dementia friendly’ training course/Guide or develop
learning resources
Encourage the inclusion of those living with dementia and their carers in their places of
worship and offer greater help/support as a faith community
Encourage focused work on the individual that celebrates the personality/specific needs of
each person living with dementia and their carer(s)
Encourage sensitivity to the specific support needs of each individual carer - reject a ‘one
size fits all’ approach
Be inclusive and aware of different cultural views on dementia – get more non-Christian
faiths/beliefs on board with the work
Explore the concept of ‘Dementia friendly communities’ and ask what contribution faith/belief
communities can make
Approach Essex businesses to make them more dementia friendly - use the Dementia
Action Alliance (DAA) as a vehicle to raise issues
Look at the viability of forming a Faith/belief led ‘Dementia Action Alliance’ via EMS
Comments Wall

At the conclusion of the event, participants were given the opportunity to contribute to a
‘comments wall.’ The comments received were as follows:


‘We need to learn how to relate in a more positive way with people with dementia.’



‘I am a person and I have needs. Please tap in to my world and connect with me if I cannot
connect with you.’



‘Film of older lady singing was fab.’



Fantastic event. Well done.’



‘Do your little bit.’



‘I loved Pete’s talk, would have liked more time for the workshops.’



A network needs to be set up from GPs to carers/social workers to workplaces and places of
worship, so no one person slips through and is left alone.’



I believe the churches/faiths need to take a strong lead and encourage greater love and
compassion.’



How can we best work with people with dementia who are from different backgrounds?’
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‘In dementia care, it is important to see the person as a whole, including their
spirituality/belief.’



Video with singing lady very powerful, I was in tears. My Mum has dementia.’



Fantastic to see the integration of different faiths and the promotion of unity in caring for
individuals with dementia and their loved ones.’



‘Check out, ‘Emotions matter’ Dementia Care’’

5.5

Comments received by email

Post-conference, EMS also received comments from participants via email. This feedback
included the following:
‘I was particularly moved by the talk about Gurdwaras and was lucky enough to spend some
time with a person living with dementia who was very inspirational!’
‘It was a great day. Very pleased to have had the opportunity to be involved.’
‘I would like to thank you and your team for an amazing day yesterday at the Cathedral. I found
all the talks and workshops extremely inspiring and helpful. I will take the knowledge I learnt
back to my nursing and pastoral work . It will all be very useful. Thank you again.’
‘Thank you for the wonderful conference today at Chelmsford.’
‘It really was a life changing event for me. My mind was buzzing when I left the Conference. So
many good people met
‘I think it’s really important to bring people together, people from all areas of the community and
the care network. So we are not just looking at care, we are looking at people from different
backgrounds, religions, different ethnic groups and bringing them all together and finally trying
to make the circle work as one, rather lots of different areas of information that do not quite
meet up.’
‘I think for me, so many people are frightened of the word dementia, and the diagnosis of
dementia, and I think it’s important that we discuss it.’
‘This (event) is about life and how we organise seamless services for our populations. I applaud
today’s effort.’
‘I think this event is really important because the faith/belief groups have been doing such a
wonderful job, but they have been doing it somewhat in isolation. We must ensure that we draw
them in to what is happening across Essex and support them to support the community.’
‘The event has been brilliant because I found out about different organisations that I did not
know, so it’s a really, really, good day.’
‘I think the event has been exciting because faith is such a huge spectrum of understanding and
values and I think it’s great to bring everyone together in one place, to talk about spirituality and
faith around an illness that affects so many people’
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‘I think that people have sometimes found, that when they under treatment for their condition,
that those who treat them sometimes regard spirituality as a part of the problem rather than a
potential part of the solution. I think events like today seek to address that.’
‘This event has been about awareness, networking and finding people and people who can help
you.’
‘When I was invited to speak about Pets as Therapy at the Chelmsford Cathedral I felt honoured
yet nervous. I am not a natural speaker. I found the venue, people and food to be great.’
‘Many thanks inviting to the Conference which was incredibly well attended and organised. If we
can assist and /or attend future events that you are organising please don’t hesitate in
contacting us.’
‘We will be using the footage shot in the cab to produce a film on ‘Dementia Friendly
Communities’ which we will launch in National Dementia Awareness Week later this month. We
will share the link with you when it is ready and hopefully you can share it with your conference
atte‘The web link below takes you to the Chatterbox film mentioned above.
https://www .youtube.com/watch?v=JG2c92WAbuk ndees.’
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6.

Work Programme arising from the Conference
Having analysed the feedback/comments it is clear that there is a distinct programme of
work that needs to be addressed. However, it is also clear that some of the work will
require funding in order to deliver it. As such, there needs to be a discussion on partner
organisations pooling resources and/or EMS bidding for grants externally to facilitate this.
At the same time, there are also a number of measures that can be taken for minimal or
no cost. As such the draft work programme has been divided on a minimalist (no
funding)/Maximalist (funding) basis.
The eight point work programme arising from the Conference is as follows:
Minimalist
6.1

Establish a Essex-wide network of faith/belief contacts on dementia care, ensuring
that contact details are readily available on the EMS website

6.2

To produce an ‘Essex Faith/belief Dementia Care Charter’ online, for local
faith/belief groups, based upon the approaches and principles arising from the
conference, and promote its formal adoption.

6.3

To work proactively to ensure EMS engages with and works alongside other
voluntary and statutory caring agencies to act as a conduit enabling them to
disseminate information for those living with dementia and their carers (especially
through the EMS website-www.essexmindandspirit.org.uk)

6.4

More specifically, for EMS to contact other faith communities and organisations to
raise awareness of dementia friendly environments and the needs and hopes of
those living with dementia and their carers, especially working alongside The
Alzheimer’s Society and the Pan-Essex Dementia Action Alliance (and EMS
clusters working via local DAAs) in the promotion of dementia friendly
communities; taking care to ensure that people in more rural Essex locations are
not left isolated and devoid of services/support.

6.5

Based on good practice and an assessment of current local provision, ask the
faith/belief groups contacted to adopt/promote a policy of actively improving
accessibility for dementia suffers and their carers (where necessary), removing
any barriers or obstacles and encouraging greater involvement in places of
worship.

Maximalist
To secure/pool funding to pursue the following projects:
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6.6

To work on developing and promoting easy to read/use faith and spirituality
resources for faith communities, which raise awareness of dementia and the
spiritual needs of those living with it

6.7

Devise and offer a training course on spirituality and dementia friendly services

6.8

Through the networking advocated above, to organise a follow- up seminar(s) or
similar event(s), to feedback on progress in implementing the conference
recommendations; ensure mutual support; further networking and the celebration
of examples of best practice, possibly using the proposed new Faith/belief
Covenant for Essex as a conduit for doing this.
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7. Time-scales for addressing the Work Programme
7.1

Minimalist Recommendations [6.1 to 6.5]

Implementation of the Minimalist recommendations has commenced and is ongoing. The
Essex Mind & Spirit Steering Group (EMSSG) conducted a first review of progress at its
meeting on 20 July 2017 and agreed a way forward in the medium to long-term. It is
anticipated all five recommendations will have been addressed by 31 December 2017
and the majority completed by 31 May 2018.
7.2

Maximalist Recommendations [6.6 to 6.8]

The EMSSG meeting on 20 July 2017 recognised that the implementation of the
Maximalist Recommendations required EMS to secure external resources. The Chair
undertook to work with Praxis Proactive to identify suitable grant funding/sponsorship
opportunities to fund the work. Those opportunities have now been identified, including
an invitation from the Big Lottery Fund to apply for a special £50k fund to further develop
outstanding projects that have been funded via Awards for All.
Mindful of the variables involved in implementing the Maximalist Recommendations, EMS
has set itself a provisional long-term target of 31 December 2018 for implementation,
which is subject to review and revision.
The EMSSG will periodically review progress at its quarterly meetings and it will form a
standing agenda item at future meetings. In addition, Praxis Proactive will turn the
recommendations/implementation targets in to an action plan that will be periodically
updated and displayed on the EMS website.
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8. Conclusions
The EMS Spring Conference, held on 26 April 2017, was an outstanding success. What
stood out was the pressing need for an event on this subject and the very real
enthusiasm shown by participants for both the event and the programme of work arising
from it.
The Conference was successful on virtually every level and fulfilled its strategic aims and
objectives spectacularly. It assisted to promote discussion of spirituality and dementia
provision in Essex; facilitated the exchange of information/contact details, promoted new
relationships and support networks; and mainstreamed spirituality issues in to the core of
the strategic agenda on dementia care/ provision across the county. Finally, the
minimalist/maximalist work programme has given a sharp focus to ways in which
faith/belief groups in Essex can better equip themselves to contribute to fulfilling the
increasingly pressing needs of local dementia suffers and carers.
Finally, EMS are very proud and gratified to have the Conference recognised by the Big
Lottery Fund as an outstanding Awards for All project, worthy of potential continuing
development via a special £50k fund. We feel that this reflects the quality of work that we
have undertaken and the way in which EMS has built greater communication and joint
action across faith/beliefs in Essex on key socially important agendas.
We have every intention of maintaining this momentum and establishing EMS as an
influential voice/policy development/campaign organisation for multi-faith/belief Essex;
and continuing the very useful joint/partnership initiatives that we are developing with
statutory and voluntary agencies such as hospital NHS trusts, Essex County Council,
local borough/district/unitary authorities, Essex Mind and the Alzheimer’s Society.
In doing so, EMS aim to ensure that spirituality issues are a central and integral
consideration for public policy decision-makers in Essex and that we remain key players
in tackling pressing social issues and improving the quality of life for the people of Essex.

20

