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About SILK

The Social Innovation Lab for Kent (SILK) was set up in 2007, with two central tasks. 
First, to provide a creative, challenging environment for a wide range of people to work 
together on some of the toughest challenges the county faces. And second, through 
drawing upon cutting edge practice in the sectors of business, design, community 
development and social sciences, SILK set out to demonstrate a way of working across 
the council that puts people – citizens – at the centre. It was the first Lab of its kind in a 
UK government setting.
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Welcome

“Where, after all, do universal human rights begin? In small places, close to 
home – so close and so small that they cannot be seen on any maps of the 
world. Yet they are the world of the individual person; the neighbourhood he 
lives in; the school or college he attends; the factory, farm or office where 
he works. Such are the places where every man, woman and child seeks 
equal justice, equal opportunity, equal dignity without discrimination. Unless 
these rights have meaning there, they have little meaning anywhere. Without 
concerned citizen action to uphold them close to home, we shall look in vain 
for progress in the larger world.”

Eleanor Roosevelt, “In Our Hands” 1958 speech delivered on the tenth 
anniversary of the Universal Declaration of Human Rights.
As shared on Day 3 by Bernadine McCrory, Alzheimer’s Society.
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Please Note: everyone who participated in this Living Lab, including people 
living with dementia, did so voluntarily. Everyone felt comfortable sharing 
their experiences and had the capacity to do so. All participation was 
done in a fair, open and honest way. We are hugely grateful to the staff at 
Hemsworth Court, Shankill Road, Belfast (helmhousing.org/hemsworthcourt) 
for creating such an enabling and positive environment.



Thank you

Many thanks to everyone who contributed their time, effort and energy 
to make this happen. We recognise that a ‘Lab’ process is not part of the 
normal day job and we are very grateful to people who went that extra mile 
to participate in what was, for some, a new way of working. We especially 
want to extend our thanks to everyone who shared their own personal 
experiences. 

“The energy and commitment that was generated during the Lab process 
must now be harnessed to move things forward…There was a seminal 
moment in Derry / LondonDerry when people stepped away from their 
professional ‘identity’. When people realised … actually the current service 
provision isn’t working. We have to do something about it.”  
Malcolm Beattie, Head of Innovation Branch, Public Sector Reform Division, 
Department of Finance and Personnel, Northern Ireland Civil Service
 
“Carefully facilitated discussion and the sharing of experiences from across 
Northern Ireland and beyond, gave us these results. We were committed to 
hearing the voices of people living and working with dementia and that’s why 
it worked. The intensity and speed of this Lab process, for both facilitators 
and participants, is the essence of why this was different. To welcome 
people in the room who are currently living with dementia makes it real. 
People talk with their feet – and people stayed for 5 days”. 
Emma Barrett Palmer, Social Innovation Lab for Kent, Kent County Council 
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1. Introduction

1.1 Where the idea came from? 

The ‘Dementia Lab’ was conceived by the Innovation Lab NI and based on 
the Living Lab research concept, following a mandate by the Department 
of Health and Social Services. The Living Lab concept is based on a 
systematic participant led approach which integrates the exploration, 
experimentation and evaluation of ideas, scenarios and related technological 
advances (Almirall & Wareham 2001). Such cases involve user communities, 
not only as observed subjects but also as a source of creation. The brief 
provided, as informed by Innovation Lab NI, was to run an open door 
experimental process of participant led discussion and feedback based upon 
the question posed by the Department: “What should Dementia Care look 
like in Northern Ireland in 10, 20 and 30 years time?” 

1.2 Who was involved? 

The Dementia Lab was co-planned and facilitated by the SILK (Social 
Innovation Lab for Kent) team, who were also the main researchers for the 
project, and ran for a total of 36 hours across five days at two locations in 
Northern Ireland; Hemsworth Court Supported Accommodation in Belfast, 
and The Healthy Living Centre in Derry/LondonDerry. A separate smaller 
meeting was held with a group of carers at Knockbracken Day Centre 
in Belfast who were unable to attend the ‘Lab’. A total of 80 participants 
contributed to the findings and recommendations generated from the Lab 
process to help improve Dementia Care in Northern Ireland. These included 
Carers, People with Dementia, Health Care Professionals (HCPs), General 
Practitioners (GPs), staff and managers from care home and residential 
homes including private sector, people working in the voluntary and social 
sector, charities, researchers from academic institutions and designers. 
We calculate that approximately £100,000 worth of time was donated by 
professionals and their organisations and significant to note that “priceless” 
contributions were made people who contributed in their own time. 



Participant demographics:

As shown by the shaded column, people living with dementia had the 
highest representation in the Lab overall, with varying levels of participation 
throughout the five days. The location of the Lab was central to its success 
as it enabled us to stay true to the transparent ‘open door’ methodology 
given in the brief. Ensuring that people with dementia, their families and their 
carers were given the option of being present across the five days and could 
contribute and provide feedback as and when they wished, was a crucial 
element to the participatory process.

2. Labs, methodology and methods

2.1 Social Innovation Lab Kent
SILK was the first social innovation Lab in a UK government setting. SILK’s 
‘Starting with People’ methodology and toolkit were co-created during live 
projects within a government setting in 2007, in partnership with Engine 
Service Design. The result was a human-centred participatory design 
framework and multidisciplinary ‘Method Deck’ of useful techniques drawing 
from business, design, community development and social science. Eight 
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years later and SILK have a portfolio of successful projects that demonstrate 
this applied methodology in practice, within strategic policy, service re-
modelling and community enablement contexts. SILK pride themselves in 
pushing the boundaries of what is possible from within a government setting 
– a new method or discipline is explored and applied in each new project, 
while ensuring parity of involvement for all contributors. 

The most recent programme of work in the field of dementia has exemplified 
the application of this methodology, which adheres to a set of core values 
which work within a design framework to address complex whole system 
challenges. The SILK team was delighted to be invited to collaborate with 
the Northern Ireland Innovation Branch to run the Dementia Lab and put into 
practice a truly radical Living Lab process, where people living with dementia 
alongside professionals in the field, were genuine instigators, contributors 
and ambassadors at the very heart of the change process.

Mapping this Lab using the SILK methodology and Method Deck shows 
that the 5-day Lab focused primarily on the Create phase of understanding 
the current situation. Exploring existing practice and data available, and 
better understanding the experiences of people living with dementia and 
Carers, enabled a facilitated discussion that was synthesized into a solutions 
focused analysis framework, which provided discussion material in the Lab. 

2.2 Why we chose the methods we did
The Living Lab

A Living Lab is a user-centred, open-innovation ecosystem, which integrates 
concurrent research and experimental processes within a public-private-
people partnership (Almirall & Wareham 2001; Pallot 2009).
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It is based upon user experience centred around empowering individuals 
to work together and co-create empathic solutions to social challenges, 
collectively creating in an open development environment. Hence, a Living 
Lab constitutes an experiential environment where users are immersed in a 
creative social space for designing and experiencing their own future. Living 
Labs are being used by policy makers and citizens for designing, exploring, 
experiencing and refining new policies, validating and refining complex 
solutions in real-life scenarios (Core Labs 2006). In the case of Dementia 
Care in Northern Ireland, innovation was sought through the collaborative 
expertise of specialists in health care, the private, voluntary and social 
sectors, governmental organisations as well as the lived experience of 
people currently living with dementia, their families and carers.  

The Free-form Growth Spiral

Pallot (2009) describes the Living Lab process as a “maturity spiral 
concurrently evolving and involving a multidisciplinary team.” A variable 
and spontaneous research approach was adopted to compliment the 
extemporaneous development of the Lab, which we refer to as the ‘Free-
form growth spiral’. This is inspired by the definition of Freeform Data (adj) - 
freely flowing, spontaneous; not fitting to any one fixed structure (CED 2003). 
The Free-form technique creates the space for a rich ecosystem of tools 
that supports participants in the experimental Living Lab process to create 
and expand their social and professional networks by interacting, sharing 
experiences and developing innovation collaboratively (adapted from Goble 
& De Roure 2007). It fosters the growth of ideas and solutions rather than 
producing outcome strategies built around a fixed mindset (Dweck 2012). To 
actively engage people in the Living Lab Free-form process requires a safe 
space to overcome fears, insecurities and professional or other boundaries 
which can only be developed once these networks have been established.

Free-form growth spiral:
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Elements of the Free-form growth spiral
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Mixed Methods sampling technique
To facilitate all-occurrence data collection and support the spontaneous 
nature of the Free-form Lab Process we chose a mixed methods sampling 
technique. The term ‘mixed methods’ (MM) has come to be used to refer 
to the use of two or more methods in a research project yielding both 
qualitative and quantitative data (e.g. Cresswell & Plano Clark 2007; Greene 
2007; Teddlie & Tashakkori 2009). Mixed methods sampling involves 
combining well-established techniques in creative ways to answer research 
questions (Teddlie & Yu 2007). Creativity and flexibility in the practical design 
of MM sampling schemes are crucial to the success of the research study 
(Kemper et al., 2003, p. 275). Focus group discussions and workshops, 
participant observation and semi-structured interviews were employed 
alongside the SILK toolkit and Method Deck. Data were captured in writing, 
pictures, video and audio formats and coded using ‘POINTS’. 
These methods are described in detail below:

Focus Group discussions and workshops

A focus group is an informal discussion or ‘collective conversation’ among 
a group of selected individuals about a particular topic involving more than 
one participant per data collection session (Wilkinson 2004). The group 
is focused because ‘it involves some kind of collective activity’ (Kitzinger 
2005), for example debating a specific set of social or health issues, 
reflecting on common perspectives or experiences. Methodologically, focus 
groups typically involve a group of 6–8 people who come from similar social 
and cultural backgrounds or who have similar experiences or concerns 
(Kamberelis & Dimitriadis 2008) although in our case a number of groups 
were larger than this as participants were able to choose which discussion 
they took part in. The primary aim of a focus group is to describe and 
understand meanings and interpretations of a selected topic, facilitated 
by a moderator, to gain an understanding from the perspective of the 
participants of the group (Liamputtong 2009). Focus groups do not aim to 
reach consensus on the discussed issues. Rather, focus groups ‘encourage 
a range of responses which provide a greater understanding of the attitudes, 
behavior, opinions or perceptions of participants on the research issues’ 
(Hennink 2007). A successful focus group discussion relies heavily on the 
development of a permissive, non-threatening environment within the group
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where the participants can feel comfortable to discuss their opinions and 
experiences and engage in a dynamic discussion (Hennink 2007). A number 
of ‘break-away’ rooms were set up to facilitate focus group discussions 
around specified topics, with either one or two specific outcomes set for the 
group. These were facilitated by a moderator to guide the conversation, take 
notes and be in charge of timekeeping.

Participant observation 

Participant observation is a qualitative method common to anthropology in 
which the researcher also becomes an active participant within the group 
under study. The role of the researcher is to systemise a fluid process by 
taking notes; recording voices, sounds, and images; and asking questions 
that are designed to uncover the meaning behind the behaviours to generate 
data that can meaningfully add to our collective understanding of the topic 
under study (Mallinowski 1922). The researcher must be embedded in the 
social space where the action is taking place so that data can be collected 
in situ and the participants should feel comfortable enough that they 
continue with their conversations or actions as if the researcher were not 
there (Mallinowski 1922). In the case of the Lab the research was held in 
two settings both of which supported people to live well with dementia or 
provided care and services to individuals and their families. The first day 
of the Lab was seen as a ‘settling in’ period for participants to meet each 
other, to get to know the facilitators and to introduce themselves to the staff 
and tenants at Hemsworth Court. Time was also spent with Lab participants 
dining and socialising together in the hotel which helped build rapport with 
the group.



Semi-structured Interviews 

Semi-structured interviews are most commonly associated with qualitative 
research although answers and quotes can be categorised and quantified 
if appropriate or necessary. The defining characteristic of semi-structured 
interviews is that they have a flexible and fluid structure, unlike structured 
interviews, which follow a fixed sequence of questions. Rather than a 
sequenced script of standardised questions a semi-structured interview 
is usually organised around an emerging topic or theme which develops 
as the conversation progresses.  The aim is to ensure the interview 
can be shaped by the interviewee’s own understandings as well as the 
researcher’s interests. During the Lab semi-structured interviews took 
place opportunistically with individuals or small groups of people (2 or 3 
individuals) and usually lasted approximately 10-15 minutes. Notes were 
made immediately afterwards and incorporated into the data set (Lewis-Beck 
et al. 2004).

Other techniques used from the SILK Method Deck
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The full set of Method Cards are available online at:
www.socialinnovation.typepad.com/silk/silk-method-

deck.html

NB. the SILK team note that at the time of 
development of the Method Deck in 2007, the 
term services was most appropriate; however our 
language and understanding has improved over 
time and now we are aiming to substitute ‘service’ 
transactions with whole system support models 
instead, which we would argue lead to enablement 
rather than dependency.

http://www.socialinnovation.typepad.com/silk/silk-method-deck.html
http://www.socialinnovation.typepad.com/silk/silk-method-deck.html


Capturing and coding data for analysis 

Data were recorded by the researchers/facilitators in notebooks, onto post-
it notes and where permission was granted using video and photographic 
formats. The Lab process was carefully documented, as well as the 
discussion and data which resulted from it. A local cartoonist sat in on the 
Lab during day one to record the collective conversation and ideas that were 
shared in the room by the group. He produced a set of descriptive images 
which not only highlighted key themes but also portrayed the ambience and 
mood of the Lab when specific topics were being discussed by the group. 

At the end of each session the facilitators transcribed and sorted key data 
(including quotes, comments, images, observations, services, contact 
information) on to post-it notes which were stuck onto a wall for the group 
to see, add to and challenge. Each post-it note was coded inline with the  
‘POINTS’ data capturing matrix as described above, a systematic way of 
categorising data collected during the Live Lab process. 
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Continuity of participation and feedback loop

The facilitators purposefully developed a ‘live’ central set of Power-point 
slides to capture key components of the methodological approach, findings, 
and ideas, using the key data. This was continuously revisited and iteratively 
progressed throughout the 5 days to ensure everyone agreed with the 
direction of travel of the Lab - and was a consistent, critical and accessible 
point of reference for participants - both those who were present at all 5 
days, those who were only able to attend for part of the process, and for 
people living with dementia. 

The participatory nature of the Lab was described at the beginning of each 
day and Lab facilitators continuously checked back with participants, both in 
a full group setting and individually. This live feedback loop informed the Lab 
schedule in real time. The full slide set can be seen in Appendix A. 
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3. How the Process Developed:

3.1 Context, preparation and background

SILK’s Dementia programme 

The SILK team has been working in the dementia space since 2011 and as 
such had been approached by the Innovation Lab NI as ‘experts’ in both the 
‘dementia space’ and the ‘Social Innovation Lab space’. 

SILK led a programme of social innovation between 2012-2015 to improve 
the dementia offer across Kent, UK, using the SILK approach. The 
team attended meetings, workshops, events and gatherings becoming 
accustomed to the services and facilities available to people with dementia 
and their families in Kent, and played an active part in contributing to their 
improvement. By working alongside a Reference Group of people living with 
dementia and dementia professionals, the SILK team was able to identify 
critical problem areas where new ideas and models could be explored, 
prototyped, tested and implemented alongside the Reference Group. 
Successful deliverables included the Maidstone Mentors peer support 
model; the ‘Concerned about your memory?’ Dementia Checklist to increase 
diagnosis rates; the Dementia Diaries and Learning Resource, based on 
real stories from grandchildren across Kent; and a refreshed website www.
dementiafriendlykent.org.uk. A full report will be available from silk.team@
kent.gov.uk.

http://www.dementiafriendlykent.org.uk
http://www.dementiafriendlykent.org.uk
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This social innovation programme was a solid foundation from which to 
build a Dementia Friendly Kent. There followed a successful bid to the 
Department of Health to develop Dementia Friendly Communities across 
Kent, a programme which still continues. A key component of this work was 
to refresh the existing strategic infrastructure and a new Kent Dementia 
Action Alliance was launched in 2014 alongside the formation of local 
Dementia Action Alliances across Kent. The SILK team initially led this 
whole systems programme, which spanned all sectors - cultural, commercial, 
educational, food, voluntary and health sectors.  Complimentary to this was 
an exploratory programme of intergenerational projects between children 
and people living with dementia, which included real time reminiscence on 
ipads, creative dance, art, and film projects. This programme was funded 
by Adult Social Services, after the Reference Group reported “this is now 
all about changing the minds of future generations”. Since then creative and 
innovative projects have sprung up independently across Kent involving 
community radio, museums, art galleries, lunch clubs, hospitals, care 
homes, schools and a community bakery. All have facilitated the involvement 
of people living with dementia alongside other members of the community. 
More information can be found at www.dementiafriendlykent.org.uk/my-area/

Through participation in the dementia ‘community’ in Kent the most 
significant component was meeting, working alongside and forming 
friendships with inspirational people and their families, in both a professional 
and voluntary context. One of the main aims of the SILK team was facilitate 
connections between a growing movement of people living with dementia. 
It is also important to acknowledge the role social media has played in 
facilitating connections and raising awareness in this field. 

Innovation Lab NI 
Simultaneously, the Innovation Lab NI identified concurrent activities in 
Northern Ireland and made contact with key partners. A number of co-
facilitators were selected for the Lab, deliberately comprising of experts from 
across a range of sectors including health care, the voluntary and social 
sector, empathic design, and specialist researchers with long-term projects 
in dementia. The potential co-facilitators were invited to meet the Innovation 
Lab NI and SILK in advance of the Lab so that the Dementia Lab concept 
could make best use of their expertise, and, where necessary, adapt to fulfill 
their expectations.   
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Innovation Lab NI did a huge amount of relationship management prior to 
the Lab to ensure that the right people were present at the Lab during the 
5 days. Of fundamental importance was creating the right space for the 
Lab to happen, both the ‘bricks and mortar’ building settings - Hemsworth 
Court and Creggan Healthy Living Centre - but also facilitating a relational 
setting to ensure an inviting and genuine welcome to people living with 
dementia. As the Lab progressed, the significance of the formation of these 
earlier relationships between Innovation Lab NI and intermediaries who 
subsequently invited people with lived experience to the Lab, was confirmed. 
Only by having such a respectful approach, where expectations had been 
managed and there was a genuine willingness to listen and act, created the 
Lab space in which we now know, enabled us to hear directly from real and 
“precious people”, both living with, caring for, or working to support people 
with dementia.

Planning Meeting
A round table discussion was held between the team of co-facilitators, the 
Innovation Lab NI and SILK at Clare House in Belfast, one week prior to 
the Dementia Lab. The following people with a range of backgrounds were 
involved in the discussion: 
Ann O’Reilly   Former CEO of Age NI 
Colin McKeown  Designer  
Roger O’Sullivan          Institute of Public Health in Ireland 
Peter Passmore  School of Medicine, Queen’s University Belfast
Malcolm Beattie   Innovation Lab NI 
Victoria Trimble   Innovation Lab NI
Hugh Logue    Innovation Lab NI  
Emma Barrett Palmer  Social Innovation Lab Kent, Kent County Council
Hannah Parathian   Social Innovation Lab Kent

The question posed by the Innovation Lab NI, “What should Dementia 
Care Look Like in 10, 20 and 30 years time?” was considered by the group, 
drawing on their various areas of expertise, in order to come up with a one 
page challenge document which could be sent out to participants to kick-
start the Lab process.  

The main points discussed are given below:
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Points of Discussion

- The focus: create the right conditions to enable people to live well 
with dementia and challenge assumptions by creating a principle and 
value based model

- The Lab process is radical: solutions focussed, motivating and 
inspiring to achieve change, more effective use of funding.

- Use social media to share: Data will be selected by the group at the 
end of each day. All data is confidential until decided by the group.

- High level planning: The Dementia pathway is different for the 5 
trusts in Northern Ireland so representatives from each trust must be 
involved.

- What is the critical point of intervention on the dementia care 
pathway? 6-8 week diagnostic window. Consequently, how does this 
affect the person living with dementia and their families?

In Appendix B you can see a diagram of the hypothesis to be tested in 
the Lab based on the points shown in the table above and aspects of the 
methodology that the co-design team agreed were key to the success of the 
Lab. This hypothesis image and the Innovation Lab NI question were sent 
out to all Lab participants as a challenge document.

At the end of the meeting each facilitator was given a partly completed 
timetable that provided the structure of the 5-day Lab process (See 
Appendix C: Dementia Lab 5-day plan). Only the first day was filled in with 
space provided for detailed notes allowing the whole group to decide the 
agenda for the following days, and the timetable to be completed as the Lab 
progressed.

The meeting was followed by a visit to Hemsworth Court to talk to the staff 
about appropriate behaviour with tenants, remembering to respect it as their 
home, and to discuss the logistics as to how the Lab might work in the space 
provided. 

“There’s never a dull moment in Hemsworth House!” was the most 
memorable quote from this initial visit, from Jackie, a staff member, and a 
reminder about how dementia care should be.
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The Lab Stage One: Days 1 & 2

3.2 Day One ‘Setting the scene’

Setting up the Lab

On arrival at Hemsworth Court on Day One a large upstairs communal 
recreation room, with access to outside space, was set up with the following 
materials:
- Projector and screen at the front of the room with a rolling slideshow of 
artwork made at the launch of the Kent Dementia Action Alliance - by people 
living and working with dementia in Kent. 
- Five day Dementia Lab Framework including timetable for Day One. 
- Large ‘blown-up’ image of the Dementia Pathway Hypothesis on wall.
- POINTS framework displayed on the wall to capture and sort data.
- Images of people living with dementia and their carers (reproduced with 
permission) from Joseph Rowntree Foundation https://astorylikeours.
wordpress.com/2015/06/01/stories-exhibition-launces-digitally/
- Thoughts and feedback wall; a blank sheet of paper for people to stick 
post-its or write onto.  

For more detail about Participants’ 
Expectations of the Lab see 
Appendix D.
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- Flipchart and marker pens ready for the process to be documented in view 
of participants by professional cartoonist. 

Chairs were placed in circles of approximately five with the following tools 
arranged on the floor in the centre: 
- Post cards printed with the central question posed by the Lab and branded 
notebooks for people to take. 
- Post-it notes, pens, card, blank paper, stickers, resources (including a 
range of leaflets, research articles, books and pictures).
- Fuel! Jugs of water and sweets. 

Introduction and Welcome to Hemsworth Court

Once people had arrived, been given name badges and had a chance to 
introduce themselves to each other they were welcomed to the Lab and a 
short introduction was given by the SILK team covering the following points:

House-keeping
Participants were reminded that the Lab was taking place in residential 
accommodation that was home to over 30 tenants and several staff. 
Information was provided about tea and coffee breaks, lunch (to be served 
downstairs with tenants and staff as a chance to mingle and interact with 
people living at Hemsworth House), and the open door policy of the Lab; 
which meant that people could come and go as they wished. 

Introductions
The facilitators, Innovation Lab NI and SILK team were introduced and their 
roles described to participants as ‘go to’ people should they have queries, 
concerns or points to raise. Participants were asked to sit with people they 
did not know from different Health Trusts areas and time was allowed for 
people to move around and chat briefly to the new people in their group. 

Overview of the Lab
The Living Lab concept was explained to the participants talking through the 
various materials and tools laid out and displayed around the room. It was 
emphasised that the techniques and methods being employed over the five 
days had been selected to encourage an inclusive participant-led process 
which would be guided by participant contributions. People were encouraged 
to ‘think outside of the box’ to come up with innovative solutions.  They 
were reminded to make the most of being a part of the Lab and having the 
opportunity to share their experiences and expertise, perhaps with people 
outside of their typical social and professional networks. 



Just coping: a new perspective on low income families

24   SILK

Patrick the Cartoonist

The cartoonist was introduced to the group and it was explained that Patrick 
would be drawing images of the Lab throughout the day, which would 
represent key points of conversation discussed by the group. The relevance 
of images as an accessible means of communication (Balm 2014), and as a 
creative way of sparking interest in the debate among people of all ages was 
discussed. It was explained as a key element to the Lab process; not only 
providing engaging artwork for publications and materials about the Lab, 
but also as a means for people joining the Lab mid-session, to ‘catch up’ 
on previous discussions and points raised prior to their arrival.  Participants 
were encouraged to take time out to look at the cartoons being drawn and to 
share ideas for illustrations they had.  

“Images help us become involved. With images, we are seeing the issue, 
rather than standing on the outskirts. The images help contribute to the 
storytelling process which can make ideas more engaging” [adapted from 
James Balm’s Blog on The Power of Pictures, 11 Aug 2014].
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Communications and confidentiality
The Lab was declared a ‘safe’ space whereby no information would be 
shared beyond the people in the room unless otherwise agreed collectively 
by the group. The Lab was not declared a mobile phone free zone but 
people were asked to refrain from tweeting or sharing confidential data 
through social media. The importance of engaging the wider community 
in the Live process was however acknowledged. The group debated the 
appropriateness of using social media where sensitive issues such as 
personal health problems and the associated anxieties, including social 
isolation and fear are being discussed. General consensus in the room 
was that, as a way of sharing our progress with the wider community, one 
of the cartoonist’s drawings would be chosen at the end of each day and 
shared through the Dementia Lab twitter account @iLab_NI with an agreed 
statement summarising the day within the word count allowed.  

Activities and data 
The Lab began by asking each person to present a one minute pitch to their 
group, in response to the main question about what Dementia Care should 
look like in Northern Ireland in the next 10, 20 and 30 years. The main points 
from each group were shared with the room and captured using the POINTS 
framework. Some time was allowed for discussion. The official opening of 
the Lab followed, on arrival of the Department of Health, Social Services and 
Public Safety Director Chris Matthews. A number of presentations were then 
shared and discussed on key strategic themes - health economics, research 
models, research methods and positive risk (as detailed in the 5-Day Lab 
Plan provided in Appendix C).
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The day came to a close by reflecting on some of the points which had 
been discussed throughout the day. On reflection, and with reference to the 
Joseph Rowntree report published the day before ‘How can and should 
UK society adjust to dementia?’, it was proposed and agreed that the Lab 
Question should be re-framed to encompass a more suitable and urgent 
focus:

What does dementia care currently look like in Northern Ireland? 
And what can be done to improve the lives of people in Northern 
Ireland living with dementia now?



Observations and Reflections from Day One

A number of observations were made about the Lab process on Day One. 
These were used to guide the Lab’s development into Day Two. This was 
done by coming up with a ‘positive action’ that would either improve or 
sustain the Lab experience for participants. This information is summarised 
below:

Observations during lab process  Positive Action
(Day One)

At the start of the Lab most people were Build trust between facilitators
guarded and uncertain about the validity and participants
of the process

Participants enjoyed introducing    Introduce more focus group 
themselves to each other and having   work in break out rooms
discussions in smaller groups. It
encouraged them to speak openly
about their experiences and opinions
and improved trust within the group

People were less inclined to contribute  Encourage confident 
when the conversation was opened up to individuals to facilitate
the larger group. When this did happen  focus groups and ensure
the discussion tended to be dominated  the all-inclusive participation
by a few more confident individuals at
the exclusion of others

Participants became disengaged and   Invite speakers to attend the 
frustrated when listening to several  Lab as participants and to
presentations consecutively with no  contribute their knowledge
opportunity for their contribution or  in a group context rather than
participation      through a formal presentation

When Liz (who has dementia) and her  Ensure people with dementia/
husband Phil shared their experiences  carers/family are present 
with the group this had a powerful impact each day of the Lab to
on and provoked solution focussed  re-focus the group and
conversation around the room   “humanise” the debate



SILK   29  

The image chosen by the group to be tweeted from Day One was inspired by 
Liz and Phil’s contribution to the Lab. “I’d go with her to the moon and back” 
was a quote from Phil about his wife Liz who is a mother, a grandmother, 
a teacher and an IT expert, and has been diagnosed with early onset 
dementia. Liz and Philip live at Hemsworth Court and were both active 
participants in the Lab.

Overarching Themes and Agenda for Day Two

The POINTS analysis framework was typed up and projected onto a screen 
the following day in the central set of ‘live’ slides. Here we provide the main 
themes that were extracted from the data gathered during Day One using 
POINTS. These themes then set the agenda for Day Two as shown below: 



3.3 Day Two “Bringing it back to people”

Setting up the Lab and Welcoming Back to Creggan

Day Two took place at the Healthy Living Centre in the Creggan area of 
Derry/Londonderry. This change of venue to a location that was 70 miles 
from Belfast was a deliberate research decision to better understand the 
issues surrounding dementia from multiple perspectives. It is important to 
recognise the commitment demonstrated by participants who travelled this 
distance to participate and the value that was placed on understanding the 
issues from across Northern Ireland. 
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Reflection and feedback on Day 1 and overnight concluded that it had been 
‘data’ and ‘presentation’ heavy and that Day 2 needed to start by “bringing it 
back to people”.   

The room was set up as it was on Day One but this time with the images 
drawn by the cartoonist displayed on the walls. In addition a large roll of 
paper was fixed to the wall, with the intention to map the different care 
pathways of the 5 Health Trusts. 

Most of the people who had been part of the Lab on Day One returned on 
Day Two. In addition, six new participants from Derry and the surrounding 
area came along to join the Lab and contribute to the discussion. They 
included three carers, a man living with dementia and staff running the 
community based project DEED (Derry Engaging & Empowering Dementia). 

During the introduction a review of the SILK methodologies being used in 
the Lab and a summary of the results from Day One were presented. Five 
participants from Day One were asked to select one of the cartoonist’s 
drawings and to describe it to the new people joining the Lab as a way of 
updating them on some of the issues that had been discussed.
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Activities and Data

The session began with an exercise about feelings, to encourage people 
to put their professional perspectives to one side and focus on thinking 
about our identities as people. Drawing the question from a UK survey from 
OnePoll from the newspaper that same week, we asked the question: “What 
makes your day?” Each person in the Lab was asked to write down three 
things that made their day and to then pass this on to someone in their 
group. The facilitators asked for volunteers to read some examples out to the 
room. The most common things which people named were: good weather, 
their favourite foods, and spending time with family or pets. These results 
were compared and contrasted with the UK survey results.
     
     The most poignant response came from a
     carer who shared with the group: “my
     husband, the sun shining, my daddy
     recognising me...”.  

The point of this exercise was to encourage participants to focus on 
compassionate person-centred care when continuing discussion about 
dementia care, putting themselves into the shoes of people living with 
dementia. 
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Indeed the exercise triggered a comment from a second Lab participant 
that, “Dementia care should focus on the ‘precious person’ and their family”; 
a statement which lay the humanitarian foundations and starting point from 
which the Lab participants later explored the design of a Gold Standard 
Model of Dementia Care in Northern Ireland. 

We invited the Carers present in the Lab to share their experiences with 
the group. Three local stories were shared with the group, which provoked 
significant reflection and an emotional response from participants leading to 
intense discussion and conversation. Whilst people were speaking, it was 
requested that all Lab participants kept their own ‘fieldwork’ notes for a later 
exercise. It is of note to mention that one of the carers, Fidelma, requested 
not to be referred to as a ‘case study’ while she was in the room. A transcript 
of the local Case Studies is included at Appendix E.  

Professor Alistair Burns, National Health Service England’s National Clinical 
Director for Older People’s Mental Health, was then able to join the Lab via 
Skype to present the UK’s current policy context and answer questions. A 
key point that he made was that people living with dementia and their carers 
must be involved in the discussion about how to improve current dementia 
services and support. He was very supportive of the Northern Ireland 
Dementia Innovation Lab and it was agreed to report the end results of the 
Lab back to him.
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Another couple of presentations followed. DEED, supported by the Joseph 
Rowntree Foundation, was a community based programme working from 
the Creggan Healthy Living Centre. The local DEED project working with 
schools was warmly received by the Lab as having huge value and multiple 
outcomes from a relatively small investment. However it was noted that this 
project was, like so many other community initiatives, in a precarious funded 
position, despite its demonstrated impact. 

The next item was from Supporting Public Service Innovation Using Design 
in European Regions - the SPIDER project. More information can be found 
here thespiderproject.eu/welcome-to-the-spider-project/. 

The intention for the final activity of Day Two was to carry out high-level 
mapping to compare and contrast the different Dementia Care Pathways 
from the 5 different health trusts in Northern Ireland. Used the Dementia 
Care Pathway as a structure from which to work (this was developed through 
rigorous consultation in Kent and was subsequently adopted as the UK 
national framework), it was anticipated that all the Lab participants would be 
able to work together to share and populate each stage of the pathway in 
the different Trust areas. This was trialed in various ways, however it soon 
became clear that it was not going to work in this way and more time needed 
to be allocated to the task, so it was postponed until Stage 2 of the Lab. 
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After discussion with the SPIDER project team, it was decided to employ 
a common service design technique and, with their consent, map Fidelma 
and Oliver’s experiences onto the Dementia Care Pathway. This was done 
as a collective group exercise using the fieldwork notes that had been taken 
earlier when they shared their story.  As they were still present they were 
able to validate the Lab participants’ interpretation of their experiences in 
real time. This approach contextualized the wider discussion within real life 
and ensured focus remained on the human experience. Fidelma and Oliver’s 
experiential pathway was saved for detailed analysis on Day 3. 

A site visit to the Therapeutic Hub in Gransha was arranged for the evening 
followed by a social dinner for the participants and facilitators. 

Opportunistic Engagement - Further Discussion with Carers

A visit was made to Knockbracken Day Centre by two members of the 
Innovation Lab NI, a facilitator from SILK and one of the co-facilitators to 
meet a Carers’ group who had heard about the Dementia Lab and requested 
they could have some input into the process. The meeting lasted for an 
hour and a half and a full transcript was recorded of the conversation that 
took place between the group. With permission from the carers’ group, the 
transcript was shared with the participants from the Dementia Lab as further 
data for consideration. The full transcript can be seen at Appendix F.

Reflections on Stage One (Days 1-2) and Stage Two Planning (Days 
3-4)

Three days were taken to collate and analyse the data from stage one of the 
Dementia Lab. This included a meeting between Innovation Lab NI, SILK 
and the co-facilitators to discuss the objectives of the following three days. 
A summary of qualitative data (POINTS Summary, Themes Days One and 
Two) collected during days one and two can be seen in Appendix G.  This is 
presented in quantitative format below:
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The Lab Stage Two: Days 3-5
3.4 Day Three ‘Gold Standard Modeling’

Summary of Stage One and Stage Two Objectives

Days 3-5 took place at Hemsworth House. The Lab continued to see the 
original group of participants from stage one return for the second stage of 
the process. By means of an introduction and to welcome the participants 
back to the Lab a summary of the qualitative and quantitative data were 
presented back to the group. Observations and data throughout stage 2 of 
the Lab continued to be collected using the POINTS framework. Two carers 
from Knockbracken also came to observe the Lab for part of the third day 
and they provided valuable feedback to the facilitators which was fed back to 
the group to help guide their discussion. Their contribution emphasised the 
urgency of the situation; they described how just that morning in their church 
there had been another person who had been diagnosed with dementia 
since last week.  

Activities and Data

The ‘Mountain’
Inspired by Norm’s personal account of dementia comparing it to climbing a 
mountain, the full text can be read at Appendix H.

Day 3 began with a short exercise for everyone in the Lab (including the 
facilitators) to think of an event in their life where they had either experienced 
a difficulty, faced a challenge or achieved something. 

Each person was asked to write onto three separate post-it notes answers to 
the following three questions: 
i) How did I feel at the start? 
ii) What helped me along the way (person, idea, belief etc)? 
iii) How did I feel afterwards. 

The answers were then mapped onto an image of a mountain that had been 
drawn onto the wall, and these were read out to the group by a volunteer. 
The SILK facilitator was able to compare and contrast the statements to 
those of people living with dementia when they received a diagnosis. The 
point of this exercise was again to re-emphasise the human aspect of the 
issue being explored by the Lab (‘improving dementia care in Northern 
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Ireland’), by bringing the focus back to emotional well-being and ‘hierarchy of 
need’ (Maslow 1943). The Mountain exercise demonstrates that everybody 
makes journeys in their lives and that the basic emotions and needs required 
by every living person are the same, in spite of age, culture, background, 
location, identity or indeed the life event being experienced. 

Reviewing the question
In light of the Lab’s findings at this stage the original question set by the 
Innovation Lab NI was revisited and adapted to better suit the focus of the 
group: How can and should society in Northern Ireland adjust to dementia 
now and in the long-term? (adapted from Thomas and Milligan, JRF 2015). 

Focus group work - dementia care pathways
The group was asked to divide into smaller groups to work in smaller break-
out rooms to discuss one stage of the Dementia Care Pathway (Appendix I) 
with a view to identifying between themselves what the Gold Standard may 
look like. 

Everyone formed into the following groups: Assessment and diagnosis, Early 
intervention & treatment, Living & end of life at home, Living & end of life 
in supported living and Living & end of life in a care home. Each of the co-
facilitators were given a card with their topic for discussion written on it, set 
of resources including pens, paper, articles and images for inspiration. 
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The Gold Standard Dementia Care Pathway

Following the discussion, the smaller groups came back to share their 
findings and receive comments and feedback. 

“The best dementia care in the World...Probably” was a thought-provoking 
quote from a designer in the Lab sharing his idea for Gold Standard 
Modeling and how to radicalize thinking.

After much discussion, the following was agreed as the Gold Standard for 
the Dementia Care Pathway (Appendix J):
Prevention - promoting understanding, sustaining relationships, citizenship 
and social inclusion embedding dementia into real life.
Personhood – giving people the information they need to help them 
maintain quality relationships while maintaining personal identity. An 
enabling and supportive environment where I feel valued and understood 
Diagnosis - comprehensive, accurate and as quickly as possible
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Early intervention and treatment - distinct, discrete dementia service 
informed by people living with dementia, recognising the role that society 
plays – citizenship, dementia friendly communities. 
Living well at home - Multidisciplinary teams involved in a holistic 
assessment of a person with dementia and their carer. Sufficient resources 
are in place to deliver high quality care and choice to enable the person 
to remain at home for as long as possible. Each person should have 
an identified key worker who will be a point of contact for a person with 
dementia and their carer.
Living well in supported living and care homes - Whole systems 
approach where people are valued and enabled to live life to the max. 
Where there is community ownership and flexibility, including commissioning 
informed by people living with dementia. 

The following were supporting statements agreed for the Gold Standard: 

Understand Dementia – Understand Me. Wherever I am. 

Living well means … feelings matter. What is important to the person? 

Person’s capacity to function normally and safely 

The medical model gives me life, the bio-psychosocial model allows me to 
live

Respect and dignity – compassion and empathy
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3.5 Day Four ‘The Translation Job’

Day 4 focussed on the question: “How can Northern Ireland achieve the 
Gold Standard Model? What good practice exists, where are the gaps 
and how can they be filled?” 

The aim was to explore in more detail the conditions required to be able to 
achieve Gold Standard model. It was of note that importance of effective 
communication was a common reoccurring factor featuring across all the 
discussion areas. Therefore the afternoon slot was allocated to focus on 
translating the group’s findings and ideas into a common and accessible 
language that could engage the wider community and people outside of the 
dementia space. 

Conditions Required (to achieve Gold Standard)

From the broader themes discussed in the Lab over the previous days 
four main threads were drawn out around which to consider the conditions 
required to achieve The Gold Standard Model of Dementia Care the group 
aspired to. These were: 
1. Measurement & Evaluation
2. Investment Alignment
3. Communication Identity & Vision
4. Strategic Infrastructure

Again, each of the co-facilitators were allocated one part of the dementia 
care pathway (Appendix I) and given a card with their topic for discussion 
written on it. Each facilitator led their group discussion around one of the 
four conditions in a break-out room. 
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A summary of the conditions required for the Gold Standard model can be 
found at Appendix K. 

The following quote summarised what the Lab thought was required from the 
conditions:

“Know me, respect me, don’t take over. See me through my dementia 
journey”. 

Testing back the ideas 

As a way of testing the ideas of the Lab, each group was asked to select a 
presenter to talk through the points they had discussed about the ‘Conditions 
Required’ with the tenants and staff at Hemsworth Court. They were 
encouraged to think about how they could describe this in an innovative/
creative way using a ‘common’ language to talk about the associated issues 
and proposed solutions. The timing of this was adapted to fit in with the 
people living at Hemsworth Court and the staff. Most groups chose to use an 
image drawn by the cartoonist which most closely represented the topic they 
had discussed. 

The presentations took place in an informal seated arrangement in the 
tenants’ communal area. The presentations were received well and the 
group received valuable comments which they were then able to feed back 
into the wider Lab group. There were some interesting reflections and insight 
that emerged from the nominated presenters about their experience of 
testing their ideas with the tenants and staff at Hemsworth Court:
“I found it difficult to put it across in a way that was sensitive”
“It felt weird giving them information about something they are experiencing”
“When we asked if what we had come up with was along the right lines and 
they said ‘yes!’, that was brilliant!”

One of the Carers who was listening to the presentations: “What you said 
about focusing specifically on the precious person and normalizing dementia 
in society was spot on”. 
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During the afternoon the Lab participants were shown a moving and 
heartening film that had been made about the tenants of Hemsworth and 
young people from the local area. It was a touching reminder to everyone 
about the valuable community inclusion and intergenerational work that is 
already happening across Northern Ireland and how the Lab should only 
serve to heighten its recognition and enhance existing good practice. 

3.6 Day Five What Now? 
Reviewing the Lab outcomes and actions going forward
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4 Outcomes: 

The data collected over the course of the Innovation Lab was presented 
to the Lab Participants and everyone was thanked for their participation. 
The group reviewed the work and agreed the following long term 
recommendations: 

4.1 Collaborative modeling of a Gold Standard for Dementia Care

The participants recommended that a whole system regional model for 
dementia be developed and adopted, taking account of contributions from 
the public, private and voluntary sectors. This system is characterised by 
three key concepts: 
- Regional model 
 The model should be implemented on a regional rather than a
 local basis to ensure there is no inequality of dementia service
 provision throughout the five trusts. 
- Bio-psychosocial not medical model
 The Bio-psychosocial model understands that dementia will not
 just have medical ramifications, but will also impact on an individual’s
 psychological health and many other aspects of their life. Not only
 should health and social care services be oriented to take account
 of the complexities of the condition, but a comprehensive and
 complete dementia strategy will take account of how the condition
 impacts on other aspects of an individual’s life, including for example
 their accommodation needs. 
- Dominated by the principle of patient centred care 
 The concept of patient centred care entails the model must be built
 around what will produce the best outcomes for individual users,
 carers and families. It is important to emphasise how this concept
 combines with the promotion of a regional standard. This system
 would be governed by the overarching concept of equality not
 homogeneity. This means that persons with dementia and their carers
 are treated with equality, not the same. Within each individual
  situation the wishes and needs of the person with dementia will be
 prioritised, and they will be given the care and support they need
 dependant on their condition and individual circumstances. This
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 means that although people with dementia may be treated differently,
 they will not be treated with inequality. 

4.2 Establishing a Dementia Action Alliance

The participants recommended the establishment of a Dementia Action 
Alliance taking into account the scope of such a body’s responsibilities, 
its function and membership. Initial discussions highlighted the possibility 
of people with dementia and their carers having a high degree of 
representation on this body and that it could meet regularly to oversee and 
review the standard of care across the five trusts in Northern Ireland. 

4.3 24 Hour Dementia Care Helpline

The participants of the dementia lab recommended that the Lab explore the 
possibility of establishing a Dementia Care Helpline to assist, advise and 
signpost people in need of support, which would operate 24 hours a day, 
seven days a week.  

4.4 Communication Strategy 

As part of engaging the wider community and leaving a reminder of the work 
which had taken place over the 5-day Lab process, participants suggested 
a piece of street art be painted onto a wall by a local artist based upon a 
design taken from the cartoonist’s drawings. It was agreed with staff and 
tenants at Hemsworth Court that this could be done together with the 
residents on the Shankhill estate near Hemsworth Court.  
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5 Process Reflections

See details in Appendix K

It was clear both from consistent attendance for the 5 days and feedback 
invited on the last day of the Lab, that participants had appreciated the Lab 
model as a place to reflect, connect, learn from each other and action plan 
collaboratively. 

There was a common concern however that what was achieved in the Lab, 
in terms of a collaborative approach to understanding and redesigning 
solutions, would not translate, or make a tangible and immediate difference, 
in the ‘real world’. 

“When can we see a tangible difference in the services that people and 
carers can access?” (Manager, Hemsworth Court).

The immediacy of change when dealing with multiple, complex and 
intertwined systems is limited, and indeed, this is where the management of 
expectations is crucial. It is important to emphasise that what this Lab did 
generate was evidence to support existing work streams, and ideas about 
how to maximise beneficial outcomes by enhancing existing activity. 
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The Lab ‘open door’ ethos, with full transparency and participation of people 
living with dementia and their carers alongside professionals inspired 
the humanitarian angle. To see people as equal participants rather than 
‘patients’, changed the dynamic of the conversation. 

 “I think normalising it (dementia) and recognising everyone as a precious 
person is just right”, (Staff member, Hemsworth Cou.

“I didn’t know what I was expecting when I went into this process. If we can 
get this model mapped out, costed and changed… this is well over and 
above what I ever could have imagined. My job is to take that and make sure 
something changes.” Malcolm Beattie (October 1st.)
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6 Going Forward

On Thursday 20th August, a group feedback session was held in Hemsworth 
Court in the Lower Shankill Area. The feedback session was attended by 
Chris Matthews, Director for Mental Health, Disability and Older People 
(DHSSPS) and Seamus McErlean the co-chair of the Dementia Strategy 
Implementation Group.  

What has happened?

The Innovation Lab NI team have continued to work in collaboration with 
their colleagues in DHSSPS (Department of Health, Northern Ireland), the 
PHA (Public Health Authority), the HSCB (Health and Social Care Board( 
and Atlantic Philanthropies, to identify how the recommendations of this 
dementia lab and more generally the innovation lab approach of improving 
public service through transformation and innovation, can add value to 
current initiatives and further develop the dementia strategy in Northern 
Ireland. In addition to new and original initiatives, the Innovation Lab team 
has explored how they can support the Dementia Strategy Implementation 
Group (DSIG) in the final stages of the implementation of the current strategy 
“Improving Dementia Services in Northern Ireland” 2011-2016 and to provide 
continued oversight. The Lab team has also co-ordinated their work scheme 
with the Dementia Together NI (DTNI) project which will run until 2017 and 
is funded by Atlantic Philanthropies and which will undertake work on, inter 
alia, awareness raising and short breaks and support to carers. 

Whole Systems Regional Model 

Initial work on mapping a regional whole systems model, that incorporates 
the concept of patient centred care is already being done by Dr Rodney 
Morton and Roisin Doyle, who are currently mapping a stepped care model 
of the primary care pathway.  There is potential for the lab to add value to 
Dr Morton’s project by co-ordinating a systems change project.  The PHA 
and HSCB are also carrying out a consultation with the five trusts to identify 
the requirements and necessary modifications that would accompany the 
adoption of a standardised model across the region. Additional initiatives 
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include the introduction of a regional collaborative memory service and a 
national occupational health pathway. 

Creation of a Dementia Alliance
Discussions are ongoing as to the membership, governance structures and 
precise role of this organisation. Part of this task has involved assessing the 
role and functions of pre-existing consultation bodies. Of note are the Patient 
Client Council (PCC) which acts as an advocacy body for service users with 
a wide range of medical conditions, and provides feedback and commentary 
to DHSSPS on strategy, policy and service delivery.  

An important strand of the Dementia Together NI (DTNI) project was the 
creation of Dementia NI, an independent organisation for people living with 
dementia that seeks to influence how people can live well with dementia, 
challenge stigma, raise awareness, promote rights and provide training and 
support. Representatives from Dementia NI have contributed significantly 
to the work of the DTNI, the memory service collaborative and wider 
implementation of the dementia strategy. 

Prior to the introduction of the Dementia strategy in 2011 a Regional 
Implementation Group, consisting of senior Health and Social Care Trust 
staff, was established.  The group provided a platform for communication 
and the sharing of ideas. When the dementia strategy was launched, 
and DSIG established to oversee implementation of the strategy the 
implementation group was stood down. Accordingly there is remit for the 
creation of a post strategy implementation group to provide continued 
oversight of the dementia strategy when DSIG is disbanded.  The 
membership of such a forum could include health care professionals, people 
with dementia and their carers, academics,  and policy makers. Similar 
models exist in relation within the Cancer and Cardiology models. 

24 Hour helpline 

Following the conclusion of the Dementia Lab the Innovation Lab NI team 
addressed the recommendation for a 24-hour support helpline, asking 
whether it was indicative of wider concerns about lack of support for those 
who care for people with dementia.  Providing support for caregivers was 
one of the strands included in the original dementia strategy and there are 
number of notable initiatives currently in place.
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The Alzheimer’s society provides a helpline service although further funding 
would be required to extend this to a 24/7 basis.  The mental health teams in 
the HSC trusts also provide a crisis response service.  
Of particular note is the introduction of “Dementia Navigators” by the DTNI 
project. The dementia navigators will provide personalised advice and 
support to those with dementia and their carers, helping them understand 
the condition and identify appropriate services within health and social 
care.  This initiative reflects further discussions that the Lab team had with 
carers’ groups highlighting the importance of a singular and proactive point 
of contact to provide assistance and support.  The Belfast Health and Social 
Care Trust (BHSCT) has indicated the some of their dementia navigators will 
operate outside of 9-5, and the possibility of extending the services in the 
other trusts will remain under review. 

Additional initiatives address the need for respite and short breaks for 
carers, which was another theme emphasised in the innovation lab team’s 
interaction with carers’ groups.  A key strand of the DTNI project is the 
provision of personalised, innovative and non-institutional short breaks and 
respite for carers of people with dementia. 

Finally the DTNI project will provide targeted and specific training to 
caregivers to help them cope with different aspects of their caring role.  
Although training was not a key recommendation from the dementia lab, it 
was one of the issues/themes discussed by lab participants, and has been 
highlighted during the lab team’s interaction with carers’ groups. 

Awareness and communication 

The need to raise awareness regarding dementia was a key strand of the 
dementia strategy “Improving Dementia Services in Northern Ireland”, 
and work in this area continues as a key strand of the DTNI programme, 
which seeks to not just increase public awareness but also reduce the 
stigma. Initiatives include a public awareness campaign, a review of public 
perceptions, and the promotion of a public health message in an effort to 
reduce the risk or delay onset, and including information about signs and 
symptoms to improve diagnosis.  This strand will be supported by Dementia 
friendly website designed to be a one stop shop for information about the
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available services in Northern Ireland, complimented by accompanying 
leaflets and audio visual guides. 

Economic Modelling/Costing the System 

Upon further discussion with DHSSPS, rather than costing the whole system 
or a specific care pathway, the Innovation Lab NI have employed a systems 
analyst to produce a dynamic model of dementia services in Northern 
Ireland. It is hoped that the final model will help to identify the relevant 
metrics and future data needs that will enable the system to be accurately 
costed in the future, and further help identify the leverage points that will 
help to effect change and inform dementia strategy and policy in Northern 
Ireland. 

In addition to the contribution of those who attended the Innovation Lab, 
to both the initial recommendations and the work that has occurred 
subsequently, it is important to acknowledge the continued input from people 
with dementia, their carers and the many professionals in the public, private 
and voluntary sectors  who have continued to provide the Innovation lab 
team with support and advice as we take the project forward. 
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Appendices

Appenidx A  ‘Live’ Feedback slides

Appendix B  Hypothesis and key aspects of the Lab methodology
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As well as the challenge document the group discussed the methods 
proposed by the SILK team. It was decided that the following aspects of the 
methodology were key to the success of the Lab:
1. The process must be recorded - Using an accessible format such 
as video or images, the Lab process should be documented to show its 
innovation, enable a similar process to be repeated, to validate the results 
and to share with the wider public to ensure the Lab is a transparent 
process. 
2. Participants prepare a one-minute pitch - Each person coming to the 
Lab will be asked to prepare a one minute pitch, based on the issues raised 
in the challenge document, which they will be asked to present to the group 
on day one. This will kick-start the discussion.
3. Breakout rooms should be available - The Lab will consist of up to 30 
people at any one time. Smaller, quiet breakout rooms should be accessible 
for groups or individuals wishing to discuss matters of a sensitive nature or 
to rest.
4. Continuous feedback and assessment is vital - Feedback should be 
requested from staff, carers and people living with dementia throughout the 
process, about the methodology as well as the points discussed. Participants 
in the Lab must also be given time to critically reflect on the Lab process and 
the solutions of the group. 
5. Use a transparent methodology to capture data - A framework will 
be stuck up onto the walls so that people can see the data as it is being 
recorded. Participants will also be free to add their own points to the wall and 
/ or to challenge what the facilitators have recorded. In addition everyone 
will be given branded notebooks to capture their own data/information/ideas 
which they may or may not share with the wider group and facilitators. 
6. Have an open agenda - The whole group will shape the agenda for 
the five days. The information shared, the progress of the previous day, and 
the group’s priorities were to determine ongoing changes to the agenda. 
These themes were to be generated and extracted after each day’s worth of 
data had been analysed.
7. Be prepared for people ‘dropping-in’ - The open door policy of 
the Living Lab concept means that people are free to leave and enter 
as they wish. The facilitators should aim to keep track of this and record 
where necessary who is entering and leaving the group. Furthermore, the 
facilitators and co-facilitators must be ready to welcome new people into the 
Lab and provide them with any information they might wish to know.
8. Coding data and insight gathering - All qualitative and quantitative 
data will be sorted and coded at the end of each session to enable accurate 
analysis and comparisons to be made at the different sites.
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Data may be pooled under themes separated out into distinct categories 
depending on what is deemed most appropriate with the information 
generated.
9. Utility and Impact - Considering the efficiency and effectiveness of the 
time together, The Lab must be solutions focused by considering the long-
term delivery of the innovations and recommendations which come out of the 
process, so that the evidence we produce can be effectively implemented 
and monitored in real-life settings.
10. Translating our findings to people outside the ‘dementia space’ - We 
must find a way of engaging the wider public in the issues discussed during 
the Lab and to find an effective way of sharing our results with people of all 
ages, backgrounds and abilities, such as streaming a short film on dementia, 
through art or poetry, or by engaging people through social media. It was 
discussed that communication was critical to ensure real on-the-ground 
transformation would be seen. 

Appendix C: Participant Expectations of the Lab

What are our expectations of the Lab? 
ADDRESSING  THE  QUESTION:  What  do we need  to  do  working  with  
people  living  with dementia  and  their  families  over  next  5,  10  years?  
Looking at  the  5  trusts  dementia  care pathways.
Time out to think..think outside of the box and look for radical solutions - 
bottom up strategy.
Creating a clear vision about what good ‘joined up’ dementia care looks like.
Discussing how to achieve good dementia care - learn what works and apply 
it
Putting   people   with   dementia   in  the  centre:   enabling   people   to   
live   well   with   dementia (e.g.“everyday hobbies”).
Considering budgets
Finding out what research is out there and targeting research for NI
Information gathering and sharing expertise
Finding out  what  our  roles are/can  be  as individuals  and how  we  can  
work  together to  join  up dementia care: Bridging the gap - lots of pockets 
of good practice already out there!
Exploring different models: rehab model, medical model, financial model, 
social model
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Empowering people  - all people  - talking to people  outside  the  dementia  
space  and  changing people’s attitudes
Working horizontally across sector  to  challenge  silo  mentality  -  be  more  
open-minded  about design e.g. led approaches

Appendix D: Dementia Lab 5-Day Plan

Appendix E Local Case Studies shared with the Lab on Day 2

DAY 2 - CASE STUDIES: DENISE AND HER FATHER
D: “Daddy has dementia and one day he lost the  key to the front door and 
was locked out of the house. So I phoned the doctors and they gave him 
an extra tablet to make him sleep. I said “I don’t care as long as he sleeps, 
then we’ll  be OK”. But we got to the point where he didn’t, until we had 
the worst Christmas ever. On the 12th Jan we were really not coping and 
I called but  there was no one available to help and so they told me to call  
the emergency line but we didn’t want to.. That wasn’t what we needed. So, 
that’s where we were then.....
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My daddy didn’t get to sleep until about 3 weeks ago. We tried every tablet 
under  the sun. The nurse said  to buy a curtain for his  bed to help him 
sleep but they cost £3000! He has prostate cancer and broke his hip where 
he fell (comorbidity) but they won’t put him on any pain medication. I said to 
them “He needs his tablets to stop the pain you know, he’s not sleeping cos 
of the pain”. They finally recognised he was in pain. Then on the Thursday I 
was getting him ready to go into a carehome for the Friday morning -  it was 
getting too difficult -  I was  having to try and make him pee while lying down. 
He still had a  broken hip you see, so they  were going  to  put him in a  care 
home still  with his broken hip. So that  Friday morning I was  up  and ready 
to take him but he didn’t wake you see. So, we got him there and I was sick 
so I hadn’t been able to see him. When I was finally better I went to go and 
see him at  the  care home  and when I  got  there he’d been taken to the 
Hospital. They’d taken him and not told me. 
There were lost of  inconsistencies. When I did  get  a  letter  telling me 
something the date was  wrong  etc. 
They’re not friendly for people with dementia...When  they  checked  his  
antigen  levels  in  his  blood  (every  man  over  50  yrs  should  get  them  
checked regularly) they were 87.7! If you’re healthy they’re supposed to be 
between 0 and  4. We can’t  even look at the records when he goes to Irish 
Doctors. We should be able to access our own records. My mammy was 
in denial. The GP was on board but we have a good longstanding personal 
relationship but even so we didn’t know what kind of dementia he had for 
years.

I’m here to fight for my daddy but not everybody has someone. 

He’d bend down to pick things up that weren’t there and the water’s running 
off him because he’s sweating so much. He’s lost 2 stone in weight. The 
food they give him is  just meatballs with some orange sauce, that we’ve   
no   idea   what   it   is.   They   tried   to   give   him   Mediterranean  
vegetables...can   you   imagine? Mediterranean vegetables for an old 
person that’s never eaten that before in his life. 

[RESPONSES IN THE ROOM FROM HCP:
The care around psychosis is abominable within the acute setting. 
In the acute sector there is a need for ownership with specialism in 
dementia.]
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DAY 2 - CASE STUDIES: OLIVER AND FIDELMA
It  was  November 2012..it’s  difficult  exactly when to  pinpoint  it  but  
anyway, you know when you’re  on the treadmill and you wan to get to your 
optimum heart rate...well we were both struggling so I booked us both an  
appointment  with  our  GP so  see him  together  and  get  checked. It  was  
then that  the GP  gave  Oliver something  for  depression. I knew  he  wasn’t  
depressed  so  I  booked  him an appointment  at  the Memory Clinic. Oliver 
went in on his own and they told him. He was so distressed and...that was 
just horrible.......that was the worst bit. But anyway, gradually we got over it 
as one does.

Then we got all the tablets...[names at least three different sorts of 
medication] Oliver was given a provisional  diagnosis  as they didn’t seem to 
know if it was Alzheimer’s  or  not. I phoned the Demenita Society in Derry 
as I knew nothing about dementia, and they shouted at me down the phone! 
I was in floods of tears for weeks. 

The community nurse arrived and she didn’t tell  us who she was or 
anything, or what her role was, what she expected or  anything  like that. 
She gave us another appointment which she didn’t keep and didn’t  tell  us. 
Then the next time she turned up unannounced (compassionate care and 
good communication).I’d  noticed  that  anxiety was a  big problem so I 
asked  about CBT or  talking therapy  but  there was  nothing (access  to 
different  therapies and  research). I read up on it, our son read up on it, we 
did the research. We were told “You’re a middleclass, retired couple. You 
really don’t need support”.

There was  just  one lady  who changed  everything  (for  the better) -  
[Lindsay Mcq....?] She was  absolutely wonderful.  we  got  six  weeks  of  
talking  therapy.  That’s  what  got  us  on  the  road.  I  haven’t  seen  the 
community nurse since and we haven’t seen the same consultant twice in 2 
years. 

[RESPONSES IN THE ROOM FROM HCP:
We need to focus on the positive and what we can learn from these 
mistakes.
Back to basics - compassionate care. Basic manners and respect. 
You can’t be old and on your own.

F: Our main goal is to live a life to normal society as possible. 
F: No contact with dementia “doting next to the fire” 
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F: Healthy lifestyle - prevention
F: Difficulty finding the right words
HCP: Shouldn’t have had to have come to us (HCP’s)
F: A letter was sent (to Gillian) about what did and didn’t work -  The talking 
therapies worked well but there is  limited  service available (a  route 
for  feedback  from families  so  it’s  an ongoing  process  of  listening  
and acknowledging and adapting ‘best practice’. More talking therapies 
available).
F: It’s  Oliver’s  golfing friends  that  have really helped us  get  through 
this. It’s  impossible to  put  a  financial value on friendships. They’ve been 
incredibly helpful. (currency other than financial)
HCP: Services which exist for people who don’t have friends: Buddy’s, re-
friending services.
F: Things  change ..when  you’re asking  this  question in  terms  of  10 or  20  
years..things  trickle  down.  The main thing is to make information available 
to people when they need it -  you don’t absorb the information unless  it’s  
relevant  to  you  (a  clear  user  friendly  document  for  PLWD  and  their  
families,  as  well  as  the checklist)
Service engagement - when was the first point of contact?
Informing GP’s and making sure they follow best practice too - critical point 
of intervention

Appendix F: 

DEMENTIA LAB_BELFAST_DAY THREE_18/06/15_DISCUSSION WITH 
CARERS AT KNOCKBRACKEN
1-Norma and Noel 2-Bob and Mavis 3-Audrey and Tom 4-Stan and Diane 
5-Ann O’Reiley 6-Victoria Trimble 7-Hugh Lough 8-Hannah Parathian

2-The activities here are very good but they need something to evoke 
memories such as old fashioned sweet shops etc with branding old folk 
recognise. 4-We don’ really get to influence the activities they put on here...
[observation: people at the DC were making crafts from plastic spoons, 
spray painting, using glue guns, some knitting, weaving activities]

1-They do things like sing old familiar songs together at lunch time, but my 
husband just sits there and watches TV.
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5-We wanted to hear about your experience of prevention and diagnosis, 
could you share?

4-I will definitely tell you about our experience! About 4 1/2 years ago I 
started to sense that my wife’s memory and coordination were going. It got 
to the point that she couldn’t go shopping, and a list was no good to her. 
Driving became a problem and she’d end up miles away from where she’d 
intended on going. We’d go on holiday and she’d not be able to remember 
where the bathroom was. So, Diane went to see the Dr. (on her own) and 
afterwards she told me he was extremely rude to her and she didn’t ever 
want to go back. But we went back a second time, this time together and 
I explained it all. At the end of it all the Dr. said as he’d had no responses 
from my wife he couldn’t make a diagnosis. So, the third time we went back I 
refused to speak until the Dr. had tried asking Diane but she couldn’t explain 
it and he told us: “Unless she says she has an issue I’m unable to start 
treating her”.

Two years on and we finally got a diagnosis. I started typing out tightly 
recorded scripts as when I observed the signs and her behaviours to 
show to the Dr. but it took us two years of that to finally get a diagnosis. 
checklist Honestly, I tried everything..offering to pay for a private Dr. to 
diagnose her...asking who I could speak to... Trying to get a name of 
someone...At one point I tried to get hold of the Dr. and was told he was off 
sick and there was no one to talk to.

Finally, she got into a situation, where she went out for a walk and went 
missing. They had the police and the helicopters out looking for her and 
she was found 10 miles away. The only reason we found her in the end was 
because of my daughter’s twitter page.

3-Our experience was very different. My husband was referred to Peter 
Passmore and he sent her on to see and OT. He was diagnosed with Frontal 
Temporal dementia. Very little research has been done on that and I was 
completely ignorant about it. I knew nothing about it, so found out through 
the internet by googling “What is dementia?”

The initial team that were set up around me, just evaporated around 7 or 
8 years ago. The only lady who still visits and comes and see us (nurse?) 
comes off her own back, as she says because she want to see how we’re 
doing. She’s not supposed to, she should have
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DEMENTIA LAB_BELFAST_DAY THREE_18/06/15_DISCUSSION WITH 
CARES AT KNOCKBRACKEN
stopped by now but she comes because she wants to. The CPN came a 
couple of times, then she was off sick and I didn’t see her again and no one 
replaced her. The social worker vanished. We see Peter Passmore once 
every year or two but it’s so long to wait in between. I get more help and 
support from other people going through the same as me. You’re just left on 
your own to work out what to do with really, no one to navigate you. Point of 
contact and clear guidance

4-I think the problem and what we’ve all experienced is this silo way of 
working, where the GP tells you “You’ll get that from the social worker” and 
the social worker tells you, “You’ll get that from the Alzheimer’s Society”. 
Joined up working

3-This place (day centre) has been a life line. I started by just sending Tom 
on the bus that would pick him up for an outing but even find out about this 
was all very vague.
1-I found out about this place through Natalie McGee (?) after 5 years she 
led me here.

3-They have a carers meeting once a month here too...but you see my 
husbands dementia isn’t the same as all the others. He doesn’t remember 
things from the past and he’s very active, so he needs different activities and 
has different needs..Getting to know the person and Person-centred care. 
Each story is different because each family is different.

1-My husband has no voice. Noel had a TIA (?) when we were on holiday 
and the Dr. gave him aspirin. I’d worked in the health service but I really 
didn’t know an awful lot about it... Soon after that my husband just lost 
interest in everything, so much so that they started him on anti-depressants. 
I noticed how bad it was when he was asking me to write cheques out for 
him. He’d say “You just fill it in and I’ll sign my name” and of course I would 
shout at him, I got so frustrated you know saying, “Look! start from here.... 
[laughing]”.
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His writing’s always been very small and hard to read but it got much worse. 
The Dr. was very nice but not really helpful. He asked him various questions 
such as “Who’s the Prime Minister?” - and he had no idea our PM was 
Gordon Brown..he couldn’t draw the face of a clock and the Dr. asked him 
just to name some animals and all he could say was “snake”. Not even cat 
or dog or anything and I was just sitting behind him collapsing in a complete 
mess. So in 2009 he was diagnosed with mild cognitive.... and then just two 
years ago in 2013 it was changed to vascular dementia. When I asked about 
the speech Mr. Passmore looked at Noel’s medication list and he just said 
“Yes some of these can can effect speech”..nothing else...”see you in a year”. 
I asked to be referred here. And he’s just gone downhill so rapidly since 
then. His dementia affects the LHS of his brain.

The other thing about the hospital is, at home we do all this [nodding and 
shaking head] and I ask him if he wants a cup of tea and he does this 
[indicates with head] but in hospital I saw the nurse walk by and ask if he 
wanted a tea and she just walked on because he didn’t reply in a way she 
understood, assuming he didn’t want it but he did! Another time I saw is 
PJ’s were soaking wet as he’d been sweating and his temperature was 38 
degrees. That was a chest infection they’s ignored that I’d told them he had!

I requested a face to face conversation with the Dr. not on the phone, but he 
called me up anyway. Finally I got to see him face to face and I said “Look I 
know he’s not very well” and the Dr. said “No and I’m afraid it’s going to get 
worse”. I just wanted something to work with. We received a letter saying 
Noel has HAP and I had to call my daughter for her to explain it to me. I 
didn’t know what HAP was. She said, “Mammy it says daddy’s got Hospital 
Acquired Pneumonia”.

He’s at home now and I’m looking after him all the time. In early May we 
asked for a sensor mat for the bathroom.

5-What about if there’d been some talking therapy available do you think that 
would have helped?

1-I don’t know what they can do really, if the damage is already done. You’re 
whole day is spent doing what he needs. It’s like looking after a very young 
baby.
5-Do you get any help at home?
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1-We do get help that comes in but we had to stop the one that cam in the 
middle of the night as it would disturb him when he was asleep. He’s always 
sleeping nowadays, he could sleep forever!

5-Who do you get the help from? Who provides the help?

1-M Care and Sida (private sector providers). I’ve arthritis in my hands so 
I really need it to help me dress Noel and get him out of bed. But the girls 
they send have no training in how to dress someone properly. The last time 
they sent a lovely wee girl. Noel was watching his programs on the tele and 
didn’t want to go to bed yet as they’d not ended, so I said to her well lets 
just change him down here in front of the TV so he can finish watching his 
programs. So I brought his PJ’s down and she starts doing it and I have to 
stop her and show her how to gather each leg up and put it over his foot. 
And then she tries to pull the jumper over his head, and he’s still got his 
glasses on! I said “Look you have to do the arms first”.....and I asked her if 
they give them any training or anything before sending them out and she 
said “No that’s for people with brains. I don’t have any of those!”

2-Well I’ve had a very different experience to all of you I think. It was actually 
very positive in comparison. My wife (Mavis) was diagnosed 5 years ago. 
She and I were dance teachers of various types of dances, and I began to 
notice that she started losing simple steps to very simple dances. One day 
I was talking to my brother about it on the phone, who was the director of 
nursing for The Belfast Trust, and he advised me to go and see the GP. I 
had a special relationship with our GP, having had a very bad car accident 
some years previously, (good relationship with GP). I told him and he was 
able to quickly get us an appointment at Rotham (?). We saw the Dr. and he 
did the test and called back later to tell us Mavis had dementia and we were 
sent away with the tablets. Six months later the medication was changed, 
following an MRI scan. Then it was changed to another medication and she 
became depressed so was also put on another type too (for depression). 
We were checked regularly every 6 months in this way. The bit I found very 
wrong was when I was asked about my wife with her sitting there next to 
me (talking about the other person as the illness...loss of identity) and I was 
expected to start talking about her and how she was losing her memory and 
things. They don’t realise it causes a sudden rift in the family.



SILK   63  

Stories from the families

2, 3, 4 [agreement around the room about the rift caused between family 
members when the diagnosis comes]

2-The last interview we had with Dr. Crichlow (?) he told us there was 
nothing more he could do for Mavis (no more medication left to try). Roisin 
Green the support worker got us a place here (CH) for one day a week and 
then 2 days a week. The staff here are brilliant there’s no doubt about that. 
The care support (from X-tra Care?) we get at home varies, they tend to 
arrive late and then leave on the dot but you see the young girl told us they 
don’t get paid for their travel time (valuing carers, providing training and 
paying them a decent wage).

1-There’s an inconsistency between the hospitals and the care providers. 
Sometimes I might get 2 people turn up at 11 o’clock. I was told there’d be 
someone coming in the morning, mid-day, evening and in the night time. 
One morning a young girl came at 8.30am and she said she couldn’t do 
the booking as she’d booked somewhere else,..and of course I started to fill 
up thinking I wasn’t going to be able to get Noel out of bed and how was I 
going to dress him. I’d said to them we don’t need to get Noel up at 8.30am 
he could sleep until at least 10am, and I could have a shorter day but they 
always send them early, and then she had two bookings at the same time! 
(fitting it into people’s typical lifestyle and regime).

4-In my experience Prime Care (who came in the morning) were terrible, 
Provincial care (who came in the afternoon) were great and M-Care were 
also very good. My wife was diagnosed with intestinal problems too (co-
morbidity) The problem is each of the different care providers have their own 
separate books so neither one knows what the previous person has done. 
They don’t know who was the last one to change her bag etc. My opinion is 
it’s all about bidding. They do what works for them according to them and 
according to the price - families don’t get a say - the commissioning people 
are making the decisions.

3-The care support I’m getting is different. I wanted someone to come and 
take Tom for a walk as he’s physically fit and needs to burn off some of the 
energy he has. I said to them it wouldn’t work if they sent a woman as he 
may need to urinate when they are out so he’d need a man. The carer we 
had was great and came exactly on time and took him on 2 mile walks as 
I’d asked but when he was on holiday they sent a chap in a white coat, who 
didn’t know the area at all or his way around so brought him back after a few 
minutes or so because Tom had said he wanted to come home
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Anyone working with people with dementia should know it’s all about 
distraction so when he says he wants to come back you just have to distract 
him and then he’ll forget about it and be able to carry on. I asked for them 
not to send the same chap again so when our care supports on holiday we 
just cope on our own. They come once a fortnight.

4-When Prime Care sent two people to our home they had no understanding 
my wife was double incontinent and had Alzheimer’s. They hadn’t read her 
folder and had never even changed a bag! I ended up training everyone 
they sent, until in the end I said I’m not using my wife as a training animal 
any longer. You need to send people who know what they’re doing. I’m more 
settled with it now. I had to realise it wasn’t healthy for me to be following 
them round and being involved and I’ve taken a step back and try and trust 
the people who they send. The thing is they send who ever is available on 
the day and don’t have any set care runs in place.

1-Personally I can’t stand social work speech! (common language)

4-The social care we had was spot on. But it would be useful to have some 
clear guidelines. Someone to tell you that the tablets I am giving my wife 
will make her weight blossom so I would need to cut down her meal sizes...
someone to tell you about the effects of the medication. The social worker 
should really be the ‘go to’ point of contact. I was told to call the Alzheimer’s 
Society (AS) but no one ever answered the number they gave me, so in the 
end I found out about the Belfast Carers Centre. AS started being more 
active again last September.

1-They ran a coffee morning at 10am but that’s too early for us to get to! 
Who can get out the house and be ready by then when you’re caring for 
some one?!!

2-The sitters started to come in on a Tuesday, but the major thing is my wife 
doesn’t like people coming into our home. It became more of a stress than 
a help so we stopped it. Mavis is physically very fit still so we do our 10 K 
walk together and see the birds and the bees and it does her good. She 
remembers the place we saw a heron once you see, but she can’t remember 
what she did..yesterday.
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5-Would you say we need to find a way for people to Live Well with 
Dementia? 8-A couple that joined us yesterday said the main thing they 
wanted was a way to live their lives as normally as possible..as they always 
had done...

1-You see I hear people say “Take care of yourself and live well!” But there’s 
no way you can do that and live normally, it changes everything. My family 
are very good and they help us but I can’t even get to church any more.

4-I’ve managed to just about keep half of what I was doing before going. I 
still belong to several committees but had to let a number of things go.

7-How do you feel about the fact that the support and care is only available 5 
days a week and there’s nothing at weekends?

4-Well it’s the tax payers money paying for this and I accept that Mon-Fri is 
a normal working week. The weekends are for family things. 2-Yes, we use 
the weekends to get away and go and visit family. 1-My husband’s not fit for 
that. For us, it’s just easiest to stay at home and we don’t get to visit family or 
friends any more.

2-Mavis was such a gregarious person! We were always out dancing and 
seeing friends and now it’s a battle to get her into the car. We’ll go to visit her 
sisters at the weekend but she’ll be telling me “They don’t want to see me 
it’s only you they like. Everyone hates me!” and I’ll have to get her in the car 
and then once we’re there she’ll be so happy to see them and be completely 
different.

8-Does that have a positive effect on Mavis?

2-At the time it’s marvelous but then the next day she has forgotten all about 
it again. 3-The idea that you could live life as normally as possible makes 
me laugh! You can’t socialise as you used to. I can’t even babysit for my 
grandchildren any longer as it’s too dangerous for him at their house and 
when they come to ours he picks them up and tries to squeeze the little 3 
month old one. I can’t take them out even for visits or walks. 1-Last year I hit 
rock bottom and took an anti-depressant. Something I’d never done and said 
I never would but honestly I didn’t know what else to do (alternative options 
and information for carers - other than medication).
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4-I always think that if I can get through the first hour 1/2 of the day I can 
make it through the rest of the day fine. I can make it work. If something 
happens and say we’re late getting Diane out of bed or give her her 
medication, or there’s some kind of disaster, it affects the whole day (knock 
on effects). It would be really helpful to be told how to help someone with 
dementia to take their tablets. If she refuses and it drops out on the floor 
(and you’ve only got one) and then you’re trying to give her a dirty tablet, or 
put it in her tea, and then you think “now I’ve got to make her drink the tea!”

1-Noel’s started chewing his tablets up and I can’t get him to swallow them. 

4-How to hold a cup when they become to heavy. OT’s used to deal with 
that kind of thing but now they’re not allowed and it’s just the big things like 
chairs, but cutlery, cups I’ve no idea...and the nurse said to try and give 
Diane salads to eat. Have you ever tried to get someone with dementia to 
eat a lettuce leaf?! 1-I don’t know how to get Noel to use his cuttlery (some 
guidance about the small practical things which make a huge difference)

4-It would be so helpful to have had a booklet or something for me to keep 
that told me “Where will it go? What I will need to know at each stage, Some 
guidance of how to deal with these things” (enabling PLWD and their families 
- tools for each part of the climb and who can guide if needed - “go to”)
I feel now I need to upgrade my bathroom for example but when I spoke 
to the Dr about it he told me I might want to think twice about doing that at 
this stage as Diane will probably end up in a care home very soon. But I 
could have done it at least a year previous to now! I’ve been asking...why did 
nobody tell me then?!

I’ve challenged them all and they’ve told me “Well no one will tell you as they 
don’t want you to know the worst”, but if they don’t warn you about what’s 
going to happen then you can’t prepare for it. The GP said “It just gets worse 
so there’s no point wasting money and time changing things”. Then he told 
us we’d have to get a referral as the psychiatrist had signed Diane off last 
September and nobody had told us.

When she was diagnosed initially I was told she had moderate Alzheimer’s. 
After an MRI scan he confirmed it. He’d not seen her again and he signed
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her off. I’ve not heard about any of this. I know nothing about the Memory 
Clinic or this Peter Passmore you are all talking about.

1-I’ve got much more from here (CH) than the City Hospital. I found out 
about the type of dementia my husband has by the Dr. saying to me “You 
know vascular dementia just gets worse..” and I said “Oh is that what he 
has? Vascular Dementia?” 4-I believe they’re afraid of frightening us, that 
we’ll run away from care so they’re not giving us the truth or advice we need. 
(GP’s with holding information)

5-And how do you respond to that?

4-If you are consciously asking the question because you want to know 
the answer and are willing to hear the truth then they need to tell you and 
respect that, so that you can prepare well for what lies ahead. (having 
access to the tools needed and feeling in control or at least prepared for 
what lies ahead alleviates fear of the unknown and the associated anxieties 
of diagnosis - also reflected by Fidelma and Oliver’s comments in Day Two).

3-How much can you really prepare though? No one really knows what’s 
going to happen. I don’t think you can look to the future with a disease 
like this. I tend to take each day as it comes. (the question...what should 
dementia care look like in the future may be the wrong thing to ask..) Every 
person is different and the ‘right’ answer will be different for each person and 
their carer or family.

2-But we know something is going to happen we just need to know how to 
cope with it. 4-The children ask questions and want to know what will happen 
and if they’ll get it and there’s no one telling us about that. 2-Four people in 
my family have had Alzheimer’s so the children are asking and I’ve told them 
to look for the signs and be aware. (Information for family as a family and 
informing them about risks - what is know about which types of dementia 
are hereditary and which are not) 1-I had to go in and have an operation 
and I was told the funding’s been sorted for Noel to go into respite - which I 
thought meant it was being covered but it didn’t mean that at all and ended 
up costing me £300 for 10 days. Then somebody told me you’re entitled to 2 
weeks respite. Is that right?

[No one in room knew. Hugh said he would check with Natalie but could not 
give her number to them to call directly].
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3-Can we call Natalie directly? Is there a number we can call when we 
want to know answers to these things? 4-I phoned 15 homes. The answer 
I got when I asked about Diane going into respite was that they don’t hold 
vacancies; “We don’t know when a bed will become free sir. We can’t tell 
you when somebody is going to die”. The guy finally took pity on me and 
said, “She’ll be one of 35 when she gets in here and she’ll have to fit into 
our schedule and our way of doing things and then afterwards find it too 
difficult to adjust back to life at home, so end up staying here until they pass”. 
That was all I had to hear. I haven’t tried to put her into respite since. What 
got round it by doing extra days at Day Care. (importance of Day Care and 
support groups as a “Life line” for carers and families)

Someone at trust level should be in charge of commissioning say 40 beds 
- then you have 40 carers negotiating with commissioners directly with the 
home and that way they could also negotiate the price.

MAIN POINTS/QUESTIONS FOR US TO TAKE BACK TO LAB NEXT 
WEEK: 

1 - Norma will join us in the Lab on Wednesday - “What respite are we 
entitled to?” 
2 - Bob will join us in the Lab on Thursday - will think about it and then bring 
his own question/set of questions. 
3 - Audrey is not free to join us but would like us to ask - “Who do we, as 
carers, contact as a Key person?” 
4 - Stan is free on Friday only - he is director of Benenden Health in Kent 
(can he come on Friday?) - Direct Payments - suggestion that carers take 
the package and run the whole thing. Moving from Trust commissioning to 
carers commissioning. The way you are guided by social worker to care 
manager (was told costs have to rise before can move to care managers).
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Appendix G: POINTS Summary Themes Days One and Two
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*Palliative care[1] is a multidisciplinary approach to specialised medical care 
for people with serious illnesses. It focuses on providing patients with relief 
from the symptoms, pain, physical stress, and mental stress of a serious 
illness— whatever the diagnosis. The goal of such therapy is to improve 
quality of life for both the patient and the family.

Appendix H The Mountain They Call Dementia, Norrms 8th May 2015

http://tdaa.co.uk/the-mountain-they-call-dementia-plz-rt/

The Mountain they call ” DEMENTIA”

I had just been diagnosed with dementia aged just 50 yrs old, this was 
seven, nearly eight years ago now, and there i stood, at the bottom of the 
mountain they call “Dementia”  As i looked up i couldn’t even see the top of 
it as it was covered in cloud and mist, it seemed so very high and impossible 
to climb, then, i took my first step.
Please read on …………………….

As i ascended the mountain the first thing i noticed was the bleakness of 
everything, the emptiness and loneliness that surrounded me. As i looked 
back i could still see my many friends and family but they seemed to be 
diminishing in the distance, getting smaller and smaller, as if my friends were 
disappearing one by one, very strange. It went really quiet and all i could 
hear were my own thoughts, alone in my head, with absolutely no idea which 
path to take, or where to go, all i knew was it was all uphill from here. Whist 
i climbed i looked around for help, but there was nobody there, i sought 
a place of refuge, but couldn’t find one, and the only notice board i came 
across on the mountainside was written many years ago and now faded by 
years of weathering, as if they was some kind of help and advice, but it was 
all mixed up, the rain had melted it all into one huge mess, and i couldn’t just 
see it.

http://tdaa.co.uk/the-mountain-they-call-dementia-plz-rt/
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The incline seemed to get steeper at every step, and there were times i 
could have just sat down and given up, i came so close to doing this on 
many occasions i am ashamed to say, the relentless winds of change around 
me were starting to affect my walking abilities and my thinking, it would have 
been so easy to just give up, but then, on the horizon i saw two paths leading 
in totally separate directions, and walked heavily step by step towards them. 
I arrived at the crossroads, exhausted and tired and have to admit i sat there 
for quiet a while deliberating on which path to take. It took so long to decide, 
both paths looked the same, and yet, one path was slightly steeper than the 
other. The logical side of me saw the easier path as a better  bet , but, as 
many who know me logical thinking was never one of my strong points!!

So once again i took tentative steps up the much steeper path , not knowing 
where i was going, and certainly not knowing where i would end up, but one 
thing i did know was, i wanted to put a stop to the emptiness and loneliness i 
felt, i wanted to know as much about this mountain they called ” DEMENTIA” 
as i could, its pitfalls, the way it worked, the many sides of the mountain 
face, some which are visible, some which are not, and expose the ones that 
are not. I wanted to know as much as possible, because if i was about to 
attempt to climb this mountain, right to the TOP and be victorious, i needed 
to know as much about it as possible !!

As i climbed this mountain called Dementia i soon realised there wasn’t 
that much information about the mountain, no signs telling me where to 
go, no maps with directions, and just around the other side i could see 
others like me, trying to climb the mountain but not getting very far because 
they had no idea where they were going either. Soon, i caught up with the 
others and asked then where they were going? Thing is, they weren’t to 
sure themselves, but soon after we found ourselves all climbing together, 
helping each other. Holding on tighter to each other and if one of us fell, 
or slipped backward, we started to make a human chain to make sure we 
didn’t lose anybody. Friendships were formed, relationships built, and a new 
way of climbing was formulated meaning we all started up a new path, not 
as  quite steep as the other one but just as long for some of us. Before long 
i had forgotten about the friends i had lost at the beginning of my climb and 
marveled in the new friendships i had made. There were still times when i 
felt like giving up and sliding back down the mountain to the bottom as we 
lost some friends along the way. 
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The Mountain called Dementia, took its toll on some and they paid the 
ultimate price. After a while, we found that there were new medicines in the 
fields on the way up and it made us think a little clearer, act a little better, 
walk a little steadier, but the thing is, we didn’t know if it would help us reach 
that all elusive top of the mountain!!! we would all sit there, around the camp 
fire at night, devising better ways to make our Journey up the mountain 
easier, and how to make it easier for others, talking, communicating and best 
of all, working together to make sure as many of us survived as possible. 
Then, one day BASE CAMP was in sight …………

We pushed and pushed, harder and harder, finding new paths and new 
ways to help each other, yes, there were many obstacles in our way, we 
had rockfalls, and times when we got on each others nerves  but together 
we were strong, together we marched up this mountain quicker, until that 
wonderful day we reached base camp. Once there we were greeted by 
others, friends and family members who we thought had disappeared, 
apparently the family members were there all the time, tracking us slowly, 
making sure we didn’t fall backwards or back down the mountain, we just 
couldn’t see them. its taken a while to reach Base camp, and i have lost so 
may friends along the way because of the Mountain they call “Dementia” 
but so many have made it this far with me, so many have survived the 
climb so far, and i believe this is because we have climbed this Mountain 
TOGETHER. Who knows? Maybe someone was filming this as we climbed, 
and maybe, one day, in the not too distant future, people will be able to 
watch the climb so far, that would be good wouldn’t it ??

But until then, very soon we will set off from base camp and continue the 
climb, the top still looks such a long way off, but who knows what we can 
achieve if we all climbed together, if we all climb this
“””MOUNTAIN THEY CALL DEMENTIA “”””””””

Please please share

FOOTNOTE…This story is a parody of my last seven years, for those of 
you who know me you may be able to connect the dots, i hope so, for 
those of you who don’t, i hope you and everybody else enjoy my latest blog 
and it helps you understand just that little bit more, Best wishes, Norrms ( 
Diagnosed with dementia 7 years ago , aged just 50 and STILL CLIMBING 
THAT MOUNTAIN xxxxxxxxxxxxxxxxxxxxx
If you want to CLIMB THAT MOUNTAIN with us, please come and see us 
at http://www.purpleangel-global.com/ambassador.html Or e mail me on 
norrms@gmail.com (Two rr`s)
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Appendix I: Kent Dementia Care Pathway



SILK   77  

Stories from the families

Appendix J: Days 3&4 Care Pathway Gold Standard Model
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Appendix K: Conditions required for Gold Standard
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Appendix L: Process Reflections

Be Flexible

The Live Lab process relies on the flexibility of the organisational team (in 
our case Innovation Lab NI ), the facilitators (SILK) and the participants, 
including guest speakers. For example, in the Dementia Lab, adapting 
the agenda by cancelling arranged speakers was done in a sensitive 
way explaining to the guest speaker that their contribution was still highly 
valued by the group but would be more useful if provided alongside the rich 
information and experiences being shared from inside the room. 

Be Prepared

It was essential to be prepared and have various materials and tools at 
hand which allowed the facilitators to select what was needed at various 
critical points in the Lab process. The facilitation team must remember 
that ultimately it is the group who guide the direction of each day and 
decide what the end result will look like. This will be unique to each Lab 
and therefore some of the planned methodologies/activities will not be 
appropriate or necessary. In the case of the Northern Ireland Dementia Lab 
a number of the tools prepared by the SILK team were not used. But equally 
contributions and prompts from the participants were included in real time - 
an example of the following quote as contributed by a Lab participant: 

Be Aware
It was observed that the participants in the Lab were animated and informed 
when talking and discussing things in facilitated groups and so to interject 
with other materials would have been inappropriate. Furthermore, thanks to 
the collaboration and committed participation of people with dementia and 
their families who were local to Belfast and Derry it was not necessary to 
provide further case studies or to share the personal experiences of families 
the SILK team had met in Kent apart from on specific occasions where 
people requested these data. This was an ideal scenario. 

Be Realistic

Being organised with a structured plan is as important as being aware of the 
participants in the Lab their feedback and responses to what is happening 
around them and then, being prepared and flexible to changing the order 
and pattern of each day. Part of this involved having good judgement about 
what the group can and will realistically be able to achieve well depending



on the length of time they are together, the energy levels of the group, the 
complexity of the conversations being carried out between participants 
and the ability of the group to move an idea forward and develop it into a 
measurable outcome or tangible solution. 

Be Radical 

Facilitating a Living Lab means allowing space for innovation and providing 
ideas or tools which encourage radical thinking. Only in this way can system 
challenges can be overcome and real change occur (Meadows 2008). 
r̍adɪk(ə)l/adjective Especially of change or action) relating to or affecting the 

fundamental nature of something; far-reaching or thorough; Characterized by 
departure from tradition; innovative or progressive; Advocating or based on 
thorough or complete political or social reform. 
[Definition of ‘radical’ from http://dictionary.reference.com/browse/radical] 

Tools in the ‘box’ which informed the process, but not specifically used:

Sharing stories through film and print: e.g. ‘Norm’s Mountain’ - One man’s 
story of his diagnosis with Dementia and how he managed to start living 
well and enjoying his life thanks to support from his family and friends; Kent 
local case studies - Ethnographies written about a number of families in Kent 
living with dementia and their ‘battle-plans” for a good life.

Participatory Film Making & Viewing: Using video recording equipment for 
people to film their lives/stories of their diagnosis with dementia and their 
experience of dementia care in Northern Ireland; Film viewings in the cinema 
room at Hemsworth Court of the video diaries/messages recorded by people 
followed by a facilitated discussion and feedback session.

Musical memories: Using ‘favourite songs’ to arouse memories in people 
about their past and to think about their futures (visioning) and what it might 
look like; Connecting people and creating a relaxed atmosphere by playing 
music in the background during the Lab.
 
Examples of Good Practice from other regions: Reading from ‘The Dementia 
Diaries’ - An illustrated book written and designed by children for children 
about their grandparents with dementia; The Dementia Diagnosis Checklist
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– co-designed by a group of carers and families in Kent which includes 
things to look out for when you are ‘Concerned about your memory?’, which 
is now being rolled out by Clinical Commissioning Groups in Kent to inform a 
more timely, accurate diagnosis.
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