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“The dementia together staff have been passionate and committed to making the
service a success, and this has enabled me to have a very positive and productive
working relationship with them. In addition to high levels of performance in
consistently meeting their Key Performance Indicators, the benefits of their
intervention are supported by consistently positive feedback from people living with
dementias and their carers”.
A manager working directly with the Dementia Together service

“We are a single point of contact, people talk to us and they do not have to keep
repeating their story over and over again… we will always be there in the
background for them if they ever do need to come back.”
Dementia Together Navigator
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EXECUTIVE SUMMARY
This report summarises data collected as part of the evaluations of the Dementia
Together Service delivered by Sue Ryder. The Dementia Together Service was
launched in April 2017, and by the end of December 2018 had registered and
supported 2,202 people, both people living with dementia (PwD), their carers and
families living across Suffolk.
The findings highlight pertinent experiences of those currently utilising the Dementia
Together Service. PwD, carers, volunteers, staff and stakeholders were asked about
their experiences. Initial questionnaire findings suggest that the majority of PwD and
carers were either satisfied or very satisfied with the service offered by Sue Ryder.
These responses are supported with qualitative findings, at both data collection time
points, that Dementia Together helped PwD to overcome denial, provide a familycentred approach and, importantly avoid crisis point.
Respondents felt that the service provided appropriate signposting, enabled
individuals to better manage their condition and enhance both physical and mental
wellbeing. Further, carers have found it particularly useful in being able to manage
and care for PwD, with all but one carer agreeing or strongly agreeing that the
service has enhanced their day-to-day practices. The majority of stakeholders felt
that the Dementia Together Service offered a ‘one-stop-shop’, providing a PwD, their
carer(s) and family with the necessary information needed in order to best manage
their condition. The findings presented in this report highlight many positive aspects
of the Dementia Together Service. In-depth analysis of qualitative interviews and
follow-up questionnaires provided significant insight into the experiences of all those
using and working alongside the Dementia Together service.
This report outlines and evaluates the Dementia Together service in relation to the
eight outcomes originally defined by the service commissioners. The evidence
highlights an effective service, which continues to meet the eight specified outcomes,
as well as most importantly making a difference to the lives of service users across
the county.

www.uos.ac.uk
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1. INTRODUCTION
Dementia Together was jointly commissioned by Ipswich and East Suffolk, West
Suffolk Clinical Commissioning Groups (CCGs) and Suffolk County Council in April
2017. The service is led by Sue Ryder working in partnership with a number of local
organisations to deliver the service.

1.1. Why the service was developed
In building a specification for a new peri-diagnostic dementia service for East and
West Suffolk, co-production with service users, carers and providers had delivered
consistent feedback. Although there was a comprehensive range of services and
organisations serving the needs of Suffolk people affected by dementia, people were
overwhelmed by the myriad of differing offers, the different organisations, how they
can be accessed, and which are most appropriate to their needs. This was leading
to poorer outcomes, accelerated crises and dependency. Commissioners’ views on
the previous dementia pathway were that it was too complex, passive, impersonal,
deficit-focused and overly concentrated on expensive acute interventions. It did little
to maintain independence and build resilience.
Commissioners wished to move towards a service model that complements the
Integrated Health and Social Care principles of delivering secondary and tertiary
prevention. A model which is locally focused, delays or mitigates crisis, empowers
service users, improves and simplifies access to advice and information and
encourages independent, community-based ‘living well’. Improving outcomes and
www.uos.ac.uk
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enabling people with Dementia and their carers to move through the system as
required.
In March 2016, The Suffolk Joint Strategic Needs Analysis was updated and found
an estimated 12,800 people with dementia living in Suffolk which is expected to rise
by approximately 40% to 17,700 by 2025, and by over 90% to 24,400 by
20351. Despite recent rapid rises in local dementia diagnosis rates, it was estimated
that 40-45% (5,000) of people with dementia in Suffolk had still not received a formal
diagnosis, and therefore did not have access to therapeutic interventions and
support. There was a three and a half-fold variation in the rates of dementia
diagnosis between General Practitioner (GP) practices in Suffolk; this level of
variation is unlikely to be explained by clinical variation alone and may be
contributing to health inequalities. Applying national estimates of incidence to the
local population, there would be an expected 500 new cases of dementia
approximately per year in those aged over 65 years.

1.2. Dementia Together
The scope of the new model was large and ambitious. Dementia Together, led by
Sue Ryder takes a community asset-based approach working in partnership with a
number of organisations. These include statutory services such as The Norfolk and
Suffolk Foundation Trust, Suffolk Community Services and Suffolk County Council
but also local Dementia Action Alliances, the voluntary sector and local community
groups, with a view to simplifying the pathway for people needing support, making
the most of and building on support available and encouraging growth in local
support and information available.
The service works with a wide and varying scope of service user needs. Service
users are people affected by dementia, including family carers. This includes people
concerned about dementia, pre-diagnosis, during and after diagnosis and through
every stage of the condition. Dementia Together triages people referred to the
service to ensure people concerned about dementia, people with dementia and their
1

Ronoh, J., Crispe, A., Merrick, R & Patterson, S., (2016). Suffolk Dementia Needs Assessment: Update. Public Health
Suffolk.

www.uos.ac.uk

Page

8

carers, receive the right response at the right time and in the right place. The
helpline is also a point of reference and advice for health and social care
professionals and voluntary sector organisations.
People can access the service via various routes or self-refer. Triage will determine
the level of support they receive. People can be supported by a Dementia Navigator
or via the helpline.

1.3. Triage Levels
1.3.1. Level 1 – Curious

Anyone who may simply have a question or is seeking information about dementia.
They may or may not have a diagnosis but at the present time the condition is not
causing them great concern or impacting greatly on their daily lives.
1.3.2. Level 2 – Concerned

Dementia is clearly having a detrimental impact on quality of life for the person and
or main carer. This may be due to deteriorating cognitive function or other health
concerns. Circumstances changing such as bereavement, living alone, becoming
housebound or unable to access transport causing social isolation. Support
networks may have been withdrawn e.g. due to employment problems, transport and
financial issues. There is risk of carer break down or crises developing.
1.3.3. Level 3 – Crises

Physical or mental health deterioration requiring urgent specialist health professional
intervention. Sudden main carer breakdown where patient is reliant on this, requiring
urgent review of care and support involvement of Suffolk Social Care evident. Clear
safeguarding issue raising serious urgent concern regarding welfare of the service
user. Dementia Together provides interventions at level 1 and level 2 and will refer
onwards to the appropriate organisation for level 3 interventions whilst continuing to
provide emotional support.

www.uos.ac.uk
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1.4. Service Delivery
By acting as a single point of contact for people, the service delivers in three key
areas;


Provision of high-quality information



Navigation



Support

1.4.1. Information

A free helpline hosted by Sue Ryder’s hub responding to referrals, people already
registered with the service and anyone including health and social care professionals
who wish to seek advice and information. Telephone information, advice and support
is available seven days per week from Monday to Friday 9am to 6pm and weekends
and bank holidays 10am to 4pm. A level 2 Navigator is always available to ensure
high quality consistent advice and information.
The web-based information system is managed by Sue Ryder. Following consent,
all referrals are registered on to the information system, containing all relevant
information to support on-going effective navigation and support, so the person does
not have to continue to retell their story. The system registers all contacts and data
necessary for the effective quality monitoring and evaluation of the service.
Website - A standalone dedicated website containing trusted information and advice
regarding prevention and living well with dementia. It contains a directory of local
support services and dementia friendly universal services and events which is
updated by individual providers and monitored by Sue Ryder.

1.4.2. Navigation

Sue Ryder employs a team of skilled Dementia Navigators (level 2) who each cover
a geographical area of the county. These Navigators become involved when the
needs of the service user are more complex, so a home visit/holistic assessment is
needed. These staff are all trained dementia care coaches, are skilled and give high
quality information, advice and education. They undertake assessments, make
www.uos.ac.uk
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referrals, and signpost and assist people to access local sources of support. The
Navigators work closely with Dementia Action Alliance (DAA) and local support
groups in their area and aim to make links with all GP practices.
Local Dementia Navigators (level 1) are a personalised local contact for people who
are affected by dementia to provide trusted basic information, signposting and
befriending to enable people to cope and live well in their local communities. These
are volunteer roles and have a clear link to the level 2 Navigator working in their
geographical area re training and supervision and the hub regarding referrals,
updating of information system and triage to level 2.

2. METHODS
The methodology for the service evaluation is outlined in this section. Paper and
online questionnaires, coincided with an initial analysis of three focus groups
involving PwD, carers and navigators were held in phase one of the evaluation. This
was followed in in phase two by further focus groups with PwD, carers and
navigators, along with case study interviews, interviews with stakeholders and
analysis of secondary data from meetings and other reports.

2.1. Ethics
It was important to ensure that the methodology and methods intended for evaluating
the Dementia Together Service remained fit for purpose and were ethically sound.
An agreed protocol by all stakeholders offered a methodology that would collect
pertinent data relevant to those utilising the service. Upon ethical approval by the
University of Suffolk, the proposal underwent governance checks internally within
Sue Ryder for the phase one data collection. Further ethical approval was sought in
phase two as additional data collection methods were used to gather meaningful
data. It was important that all participants were recruited in an ethical manner. Three
members of Sue Ryder staff recruited individuals into the study. The participant
information sheet enabled participants to read and acknowledge their part within the
evaluation, whilst being able to ask questions and/or queries prior to being recruited
into the study. Upon the participant being fully aware of his/her participation within
www.uos.ac.uk
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the study, participants were asked to provide informed consent, which then enabled
data collection to commence.
The evaluation was subject to University of Suffolk’s ethical scrutiny and approval,
and it complied with the British Sociological Association2 and the British
Psychological Society’s Guidelines3. Adherence to guidelines set out by the United
Kingdom Research Integrity Office’s Code of Practice for Research ensured that the
research followed the principles of the Singapore Statement of Research Integrity 4:
•

Honesty in all aspects of research

•

Accountability in the conduct of research

•

Professional courtesy and fairness in working with others

•

Good stewardship of research on behalf of others

2.2. Methods
Phase one data collection (2017): Paper-based questionnaires were utilised for
PwD, carers and volunteers in order to evaluate the Dementia Together Service.
Each questionnaire enabled the collection of quantitative data, in the form of a Likert
scale to enable a rated response. This was supported with the collection of
qualitative data by using open ended questioning, enabling respondents to openly
express their experiences for questions that could not be numerically attributed.
Additional comments to provide context to questionnaire responses were added by
the interviewer.
In support of this initial quantitative approach, focus groups were utilised with
participants central to the Sue Ryder project. PwD, carers and Navigators were
purposively selected in order to ensure data collection remained appropriate and,
importantly reflected upon the outcomes of the Dementia Together Service. All three
focus groups were facilitated by a member of the research team, with support from a

https://www.britsoc.co.uk/ethics
https://www.bps.org.uk/sites/bps.org.uk/files/Policy/Policy%20%20Files/BPS%20Code%20of%20Ethics%20and%20Conduct%20%28Updated%20July%202018%29.pdf
4
https://www.jsps.go.jp/english/e-kousei/data/singapore_statement_EN.pdf
2
3

www.uos.ac.uk
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member of staff from Sue Ryder. The focus groups schedules were delivered using
open-ended questioning, supported with proffered prompts. Each focus group lasted
between 45 minutes to 1 hour with data recorded using a digital recording device
and then transcribed verbatim.
Phase two data collection (2018): Following the data collection in phase one and
the difficulties experienced with the completion of questionnaires, in phase two of the
service evaluation it was decided that face-to-face data collection methods would be
much more effective. Focus groups enable shared discussion, experiences and
construction of meaning from various individuals as well as reducing the likelihood of
power imbalance between the researcher and the participant (Bryman, 2012)5.
Focus group discussions were found to be perceived positively by both PwD and
carers taking part, due to peer support and the sharing of experiences. Therefore,
further focus groups with PwD, carers and navigators were conducted along with
case study interviews and interviews with stakeholders.

Additional secondary

datasets, including referral data from the Dementia Intensive Support Team (DIST)
and data collected via Sue Ryder themselves were also analysed to identify any
patterns in service use and demographic data.

2.3. Data Analysis
Questionnaires and secondary datasets were coded and analysed using the
Statistical Package for the Social Sciences (SPSS), focusing particularly on
descriptive statistics. Focus groups, interviews and qualitative responses to openended questions were analysed using thematic analysis to identify key themes. The
findings are outlined and discussed in the following section.
Upon transcription of the audio files the authors analysed the transcripts utilising a
thematic analytical approach. Each researcher remained blind to the other
researchers’ analysis in order to enhance rigour of the evaluation. Comparisons
were discussed, with some important themes recognised.

5

Bryman, A. (2016). Social research methods. Oxford University Press.

www.uos.ac.uk
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2.4 Participant demographics
In Year 1 of the service, questionnaire responses were gathered from PwD (n = 26),
their carers (n = 31) and volunteers (n = 1). Further questionnaire responses were
also collected from Dementia Together staff members (n = 5). Also, in year 1, a total
of 71 responses to an online survey for external stakeholders were collected as part
of the preliminary interim analysis. Individuals who responded to the survey were
from various organisations, including the local council, NHS services and third sector
charitable organisations. During year 1, five Dementia Together staff responded to
the online survey, which consisted of three open-ended questions. In year 1, focus
groups were also carried out with PwD (n = 6), carers (n = 7) and navigators (n = 5).
In year 2 of the service evaluation, the following data collection methods were used;
focus groups with PwD (n = 4), carers (n = 8) and Navigators (n = 8) were conducted
along with case study interviews (n = 3) and telephone/email interviews with
stakeholders (n = 8). Data from meetings and other reports were also analysed.

www.uos.ac.uk
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3. FINDINGS AND DISCUSSION
The below findings will reflect qualitative and quantitative data collected by the
researchers, in addition to secondary data, as part of the evaluation process.
The data are arranged based on the eight outcome indicators developed to
measure the successful implementation of the Dementia Together service.

3.1. Dementia Together service activity (April 2017- December 2018)

From April 2017 - December 2018, the Dementia Together Service had registered
and supported 2,202 people, both PwD and their family carers living across Suffolk
(excluding Waveney: see 3.5.4 Crisis avoidance: Service development).
During this time, people from across Suffolk are accessing the service. The highest
proportion of people registered live in the Ipswich District (36%) and Mid Suffolk
(26%) geographical areas.
Referrals to Dementia Together are from various organisations but 45% are either
self-referral (26%) or by a friend or family member (19%). The Community Memory
Assessment Service has made 32% of referrals to date and is the largest referrer to
the service. Other referrals are received from GPs, Sue Ryder-The Stables Day
Service, Customer First, Suffolk Family Carers, Integrated Discharge Teams, DIST,
Alzheimer’s Society and Ipswich and West Suffolk Hospitals.
Of those who were supported by the service:
• 1,217 were people living with dementia
• 985 were family carers
• 1,137 (98%) people with dementia were over the age of 65 years with 29 (2%)
under the age of 65 years (age specified for 1166 PwD)
• 579 (98%) were diagnosed over the age of 65 and 13 people known to have been
diagnosed with early onset dementia (age at diagnosis known for 592 PwD)
www.uos.ac.uk
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People do not need to have a diagnosis to contact Dementia Together and, of those
being supported by the service (where known), 20 (3%) do not have a diagnosis and
a further 63 (10%) received a diagnosis following registration with the service.
Those individuals contacting Dementia Together are at different stages of their
condition and require different levels of support. Of the PwD active (864) with the
service at the end of December 2018, 331 were accessing Level 1 provision
(38.3%), 528 were accessing Level 2 (61.1%) and 5 were accessing Level 3 (0.6%).

3.2. Outcome 1: An equitable and responsive service, enabling users to find
the right service at the right time for them in the way that they want.

(Holistic service provision)

The Dementia Together service aims to be responsive to all those who register and
contact them within seven days. From the start of the service to December 2018,
contact was made or attempted within seven days for 95% of people registering with
the service. Contact with service users is carried out in a variety of ways depending
on the need and preferences of service users (see Table 1).

Table 1: Number of contacts made to the Dementia Together service via each method
from April 2017- December 2018.
Contact method

Number of contacts

Email

1,643

Face to Face

4,781

Postal
Telephone

417
4,908

The Dementia Together service made 1,541 onward referrals to other organisations,
mainly to Customer First (39%), Suffolk Family Carers (10%), Suffolk Community
Health Care (10%) and Age UK (8%).

www.uos.ac.uk
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In addition to this, Dementia Together have also signposted onwards individuals to
local support groups (n = 563), legal and financial advice (n = 577), assistive
technology (n = 349), voluntary organisations (n = 254) and others including GPs,
community transport and advocacy. Therefore, indicating a responsive service which
refers and signposts individuals on to other organisations and support mechanisms
which are suitable and appropriate to that person.
In terms of primary data collection, during the first phase of the evaluation, PwD
were asked to describe their involvement with Dementia Together and what services
they had experienced. A total of 26 PwD responded to the paper questionnaire. Most
individuals had been visited by a Navigator (n = 25). Individuals also suggested they
had attended a dementia café (n = 4), contacted the helpline (n = 3) or attended a
support group (n = 3).
Comments derived from the survey were analysed to identify key themes across
both PwD (n = 23) and carers (n = 18). The comments provided reveal that
individuals have used the Dementia Together Service across all stages of dementia,
from pre-diagnosis through to individuals in the later stages of the dementia journey,
thus reflecting an inclusive service.
PwD were asked how satisfied they were with the service provided by Dementia
Together. Of the 23 individuals who answered this question, the majority were very
satisfied (n = 11) or satisfied (n = 11) with the service provided. Only one PwD
suggested they were unsatisfied with the service provided. Carers were also asked
how satisfied they were with the service provided by Dementia Together. Of the 29
individuals who answered this question, all were either very satisfied (n = 17) or
satisfied (n = 12) with the service provided.
Both PwD and carers describe gratitude toward the service for providing practical
support. For example, one PwD suggested the listening skills of the Navigator had
benefitted them. From the perspective of carers, having a service which was readily
available and enables them to ‘feel there is someone to turn to at the end of a phone
line when support is needed’ is crucial:

www.uos.ac.uk
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‘I feel confident that I would be supported with compassion and without being judged,
which is very important.’ (Carer of PwD).
During the second phase of data collection, carers provided further information about
the responsive and holistic service, giving examples of where they had received
tailored support for their needs:
‘Sue Ryder has been absolutely fantastic; I cannot praise them enough for what they
have done to help us.’ (Carer).
‘We were signposted to the attendance allowance and the form, I do not have to
worry about getting them (the form), you (Sue Ryder) got them all for me and went
through them with mum.’ (Carer).
‘I think one of the best things I was signposted to was meals on wheels…’ (Carer).
These carers were grateful for a personalised service which directed them to the
information and support that they needed as individuals. Caring for a PwD is
complex, and this was reflected in comments from carers. Some carers were unable
to comment completely upon some of the questions in the initial questionnaire, as a
result of not having time to read materials, or follow through on any of the advice
received from the navigator. The stage of dementia is also important to consider,
some carers felt they could not comment much upon the benefits of the assistance
they had received due to finding their own ways of coping with caring responsibilities,
presumably as a result of being a long-term carer. Nonetheless, the most salient
narrative amongst both carers and PwD was that of a responsive and holistic service
relevant and tailored to their individual needs.

3.3. Outcome 2: Promoting choice and control through the provision of
information to raise awareness and understanding of dementia.

During the initial questionnaire PwD were asked a series of questions regarding their
experience and impact of the service upon their knowledge, well-being and the
support received. The majority of PwD strongly agreed or agreed that after contact
www.uos.ac.uk
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with the Dementia Together Service, they felt they had a better understanding of
dementia and the services available to them (Figure 1). It should however be noted
that some PwD felt as if they were unable to answer or felt as if the question
regarding understanding of dementia (n = 4) or available support services (n = 5)
was not applicable at the time of the questionnaire or were unable to recall receiving
the information.
Figure 1: The levels of agreement across PwD with statements regarding the
usefulness and relevance of information received from the Dementia Together
service.
PwD: Through Dementia Together I have received helpful and
relevant information on...

Support services

Understanding dementia

0%

10%

20%

30%

Strongly agree

40%
Agree

50%

60%
Disagree

70%

80%

90%

100%

Strongly disagree

A total of 31 carers responded to the paper questionnaire. Carers were also initially
asked to describe their involvement with Dementia Together and what services they
had experienced. Most individuals had been visited by a Navigator (n = 29).
Individuals also suggested they had contacted the helpline (n = 13), attended a
dementia café (n = 8), attended a support group (n = 6) or had been visited by a
volunteer (n = 1). Carers were also asked a series of questions regarding their
experience and impact of the service upon their knowledge and wellbeing and the
support received. All carers either strongly agreed or agreed that they received
helpful information about services available (Figure 2). All but one carer suggested
that they strongly agreed or agreed that they received useful information about
www.uos.ac.uk
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dementia and ways to cope as a carer. In some cases, carers felt they were unable
to respond to the statements regarding understanding of dementia (n = 3) and ways
to cope (n = 3) as they ‘have not had a chance to read the information provided yet’
or have ‘not been able to follow through any recommendations’ or felt as if they were
already able to cope.
Figure 2: The levels of agreement across carers with statements regarding the
usefulness and relevance of information received from the Dementia Together
Service.
Carer: Through Dementia Together I have received helpful
and relevant information on...

Ways to cope as a family carer of PwD

Support services

Understanding dementia
0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%
Strongly agree

Agree

Disagree

Strongly disagree

During the focus group in phase two carers also said that Sue Ryder staff had
helped them to gain a greater understanding of dementia, reflecting effective
provision of information for those living with dementia, but also carers, to assist in
ensuring that an informed decision could be made regarding care plans and service
use.
‘Sue Ryder has helped me enormously in understanding dementia.’ (Carer).
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3.4

Outcome 3: Improving the physical and mental wellbeing of those
with dementia and their carers.

Outcome 4: Enabling people with dementia to live independently in
their own homes for longer by ensuring carers feel better able to
cope.

Both outcome 3 and 4 have been considered together as there was a great deal of
crossover within the evaluation findings.
In the initial questionnaire PwD were asked how much they agreed with various
statements regarding how they felt after receiving support from the Dementia
Together Service. The majority of PwD who answered the questionnaire agreed that
the Dementia Together Service had enabled them to better manage their condition.
They had the knowledge to avoid crisis and felt as if they had greater physical and
mental wellbeing (Figure 3).
Figure 3: The levels of agreement across PwD with statements regarding the
support received from the Dementia Together Service.
PwD: As a result of the support received from the Dementia Together
service I feel...

Less socially isolated

Greater physical and mental wellbeing

I have the knowledge and support to avoid crisis

Better able to manage condition
0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%
Strongly agree
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A few PwD commented upon the help which they received from the service,
including the assistance from Navigators in completing activities relevant to
themselves specifically, for example completing care plans and attending
appointments. This individualised and person-centred support was valued by both
PwD and carers.
‘Prior to meeting the Navigator, I felt as if in the wilderness, but now that someone
cares.’ (PwD).
Carers were then asked how much they agree with various statements regarding
how they felt after receiving support from the Dementia Together Service. Most
carers who responded to these statements strongly agreed or agreed that the
Dementia Together Service had enabled them to feel an increased sense of
wellbeing, develop knowledge and confidence, feel supported and have their needs
addressed (Figure 4).
Figure 4: The levels of agreement across carers with statements regarding the
support received from the Dementia Together Service.
Carer: As a result of the support received from the Dementia Together
service I feel...
Greater physical and mental wellbeing
I have the knowledge and support to avoid crisis
Confident in my ability to cope
I know who to contact if I have concerns
Supported in my role as a carer
My needs as a carer are addressed
0%

10% 20% 30% 40% 50% 60% 70% 80% 90% 100%
Strongly agree

Agree

Disagree

Strongly disagree

PwD were likely to feel less socially isolated after receiving support from the
Dementia Together Service, however a total of nine individuals disagreed or strongly
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disagreed with this statement, although social isolation was not an issue for some of
these PwD before they contacted Dementia Together. There may however be more
scope to increase the delivery and participation in group activities for PwD or
develop a befriending service for those unable or uncertain about joining groups
within the community.
An additional theme arising from focus group discussions was the impact of the
Dementia Together Service in maintaining the everyday norms of a person living with
dementia. For example, prior to being diagnosed with dementia one gentleman
enjoyed cooking with his wife in the home, yet after living with dementia, he felt that
he was unable to perform such activities. The carer explained how important this
activity was for him and how the navigators had helped facilitate this activity,
enabling the PwD to fulfil his passion for cooking:
‘Named person’ [PwD] was very negative at one point and I phoned and they [Sue
Ryder] helped direct me to ‘named Navigator’. ‘Named Navigator’ came round and
was chatting, and asked him [PwD] what his hobbies were, he used to love to cook
and then he would not cook anymore, because he had left the cooker on a couple of
times… if I supervised, well not supervised, double checked that he had left nothing
on, and if we did things more together, and that worked for some time…’ (Carer).
This approach adopted by the Navigator highlights the impact of offering this holistic
support. First, it encouraged a PwD to engage with an activity he/she had previously
enjoyed. Second, it is evident that the Navigator helped both the PwD and carer to
work together in order to reach an enjoyable outcome (for both). This approach
offers a holistic perspective of engaging both PwD and carer in the family centred
way.
During the focus groups, carers gave examples of groups that they attended
regularly which helped them and those they cared for, these groups ranged from
meals, coffee and cake to singing, walking, dancing and bowling. All of which
contribute to their wellbeing. The PwD also described activities that they took part in
which they enjoyed:
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‘I have been going curling, doing archery, and stuff like that!’ (PwD).
‘we sit and play darts and make things…’ (PwD).
‘I find that if I go to the gym, it helps me handle a lot…when I don’t go to the gym I
get dark days, where my memory is not good at all.’ (PwD)
The social and sporting activities that the PwD and their carers have been
signposted to, have a positive effect on both PwD and carers, including beneficial
influences upon their subjective psychological well-being.
Dementia Together’s aim to enable PwD to live independently and ensure carers are
able to cope was formally recognised in November 2017 through winning a
prestigious Health Service Journal award in the category for

Integrated

Commissioning for Carers. The judges’ feedback was that Dementia Together stood
out as winners because “the team brought together a wide range of community
resources, demonstrating real integrated working.

The submission was family

focussed, building resilience of both carers and the people they care for and
enabling them to take greater control of their futures”.
Case Study 1: Living with dementia (Carer perspectives)
Joan (pseudonym) is a carer for her mother who is in her ‘90’s. She described how
over several years her mother had become more and more confused. She had been
visiting her mother in her home several times every day. She admits to being close
to burnout. At this point she explored several avenues for help and eventually
contacted Sue Ryder. She described the help and advice that she was given as
‘quite excellent’.
She felt that the Navigator who visited her was able to relate to her and understand
what she was going through, this provided Joan with both support and reassurance.
Joan said ‘she was very focussed…she had suggestions and solutions for
everything. She had time to listen and to understand. It was helpful to speak to
someone who had experience of people with dementia but was not involved in my
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family dynamics’. Joan explained that speaking to the Navigator had given her more
confidence and it was good to know that she had support if she needed it.
Joan was also pleased to be able to complete an advanced wishes document for her
mum. She felt that had she not contacted Sue Ryder, there would have been many
services that she would not have been aware of. The Navigator introduced Joan to
things that she didn’t know existed. Joan was also able to access day services for
her mum which gave her a break, and really helped her to cope better, ‘Sue Ryder
just helped me to put that in place, and it was just what I needed, support and a bit of
tweaking, and then I was okay to run with it all again’. Joan explained that the day
care allowed her to do things she wanted to do and not be worried about what her
mum was doing or if she was safe.
She was full of praise for the individualised support she had received from her
Navigator.

3.5 Outcome 5: Reducing the impact on other services though crisis
avoidance
3.5.1 Stakeholder perspectives

In year 1 of the evaluation, the majority of stakeholders had given information out to
PwD and carers about the services provided by Dementia Together (n = 37).
Stakeholders also signposted their clients to Dementia Together (n = 30), referred a
client directly to Dementia Together (n = 15) or had a client referred to their
organisation directly via the Dementia Together Service (n = 17). Twelve
stakeholders suggested they had other forms of contact with the service, including
operational, management and partnership meetings. A total of 21 respondents had
not yet had contact with the Dementia Together Service, of these the majority were
unaware of the service or were not working directly with PwD and thus it hadn’t been
necessary to make a referral. A couple of stakeholders suggested they had not yet
made a referral as the Dementia Together service was not, at that stage, available in
Waveney.
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Stakeholders were asked about what the benefits of the Dementia Together service
are for PwD and their carers. The majority of respondents commented upon the
benefits of having a central service, a ‘one-stop-shop’ that provides all the
information needed by a PwD and family carers. Also, having a single point of
access in which information about a PwD and their situation was gathered centrally
meant this was not then repeated after subsequent contact with the service. In
addition to this, the importance of having the ability to provide face-to-face contact
within the community was considered to be vital. Support from individuals who were
specialists within the field of Dementia was also considered highly appropriate and
necessary to a service of this nature.
In phase two of the evaluation stakeholders were questioned again about the
service. When asked if the Dementia Together Service had helped avoid crisis
situations amongst people suffering with dementia, one stakeholder replied saying:
‘Absolutely. There was so little support in the community for people and families
walking with dementia until Dementia Together was born. We need more of this type
of support to avoid crisis developing rather than the ‘firefighting’ we have done
historically. Having an agency that can draw on other stakeholders when things are
beginning to get challenging is vital for everyone’s well-being.’ (Stakeholder).
Another stakeholder added:
‘Dementia Together undoubtedly play a key role in preventing crisis by offering
timely intervention and support as evidenced by case studies.’ (Stakeholder).
A few stakeholders did not feel as if the service necessarily supported them in their
role, but suggested it is nonetheless a valuable service for carers.

3.5.2 Crisis prevention: Carers and PwD perspectives

It remained apparent from the focus groups that dementia was having an impact on
the lives of those individuals diagnosed with dementia, but also those who were
caring for the PwD. There remained a consensus that carers felt that the Dementia
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Together Service enabled them to seek help and support. This is captured by one
participant below:
‘I feel confident in phoning and asking for help.’ (Carer).
On the other hand, another participant detailed her difficulties accepting help,
affirming that she felt it was her ‘duty’ and would be ‘letting him down’ should she not
take full responsibility:
‘We were brought up to carry on regardless, what comes to you and you accept it...it
is something I cannot rid of one way or the other, I do not want to let him down by
not doing my duty, 60 something years of marriage, and you have got to be doing
this...I am told I am silly but your brain is telling you it is not, you have got to do what
you do, for worse or better.’ (Carer).
The narrative above identifies an important empirical finding. Whilst overall
participants were grateful for the Dementia Together Service, some carers may not
initially seek out help in order to maintain a sense of ‘pride’. This is important to
reflect upon in this evaluation because it reaffirms that some carers may not seek
assistance voluntarily and thus may require additional support initiatives in order to
‘make that first step’. In short, the onus on a carer to ‘make contact’ may potentially
hinder both PwD and carer, and potentially lead to crises situations. These findings
highlight the importance of early preventative intervention, and carers’ perceptions of
seeking support warrants further exploratory research so future interventions can
identify barriers to access.
Nonetheless, upon analysis of the focus group data, many participants recognised
how ‘crisis’ had been avoided. Two examples stand out. First, one carer reflected on
her experiences caring for her mother. She recollected her feelings of despair and
being in ‘quite a bad place’ prior to engaging with the Dementia Together Service,
who made her feel like she was being listened to:
‘The only other thing I would say is that she made me feel like um, it was ok to ask
for help, um, it is not always, it is not always the um...the answer you get from the
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social services, and another time...I was in quite a bad place and I needed some
help, and as I said she made me feel like I was, it was quite alright.’ (Carer).
This narrative identifies the value of having a Level 1 and Level 2 support system in
place. The participant felt that she had received limited support from other agencies,
yet when introduced to the Dementia Together Service, she had now felt that she
was getting the help she and her mother needed. The suggestion of a ‘bad place’
reflects the possibility of this carer progressing into crisis, which appears to have
been prevented due to Level 1 and Level 2 interventions offered by the Dementia
Together Service.
Second, an additional avoidance of crisis was also recognised by a PwD. When
asked how the Dementia Together Service had facilitated their day-to-day life, living
with dementia, there was praise for the service, due to the limited attention prior:
‘It was not clearly explained to me...what...it is...the effects of it...I had to wait a whole
year, or go through...a lot of issues...before...I went back to complain to my
doctor...that they just sent me over to Sue Ryder...so I was going to Sue Ryder, and
they are brilliant, because they helped me kind of, educate myself, and you know...
supported me....’ (PwD).
The participant then moved on to explain how he felt humiliated within his own
community, with derogatory comments made:
‘In the black community, they mock you, they humiliate you, they degrade you, they
are not very nice...they do not...they look at the person and say they are stupid...I
have had nasty comments made to me you know... because they do not want to
engage and learn.’ (PwD).
It was evident within the focus group that this gentleman had undergone experiences
that may have escalated to a crisis point. The feeling of the condition not being
explained correctly, supported with personal, socio-cultural and environmental
issues, it remains apparent that the support offered by the Dementia Together
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Service enabled him to manage and regain confidence in his ‘self’ and get the
support and education required.

Case Study 2: Living with dementia (PwD perspectives)
Paul (pseudonym) is 55 and has had dementia for about five years. He said ‘I did
not realise that I had, was suffering from dementia…my short-term memory was
getting worse, forgetting my keys, leaving the oven on, getting lost in town, getting
confused with peoples’ names. I was very very tired all the time.’ He goes on to
describe how he is very clumsy and can become confused and disorientated. When
he was diagnosed with dementia, Paul found it very hard, he found it difficult to cope
with, he became depressed. He found it difficult to find any help because of his age.
Eventually his doctor signposted Paul to Sue Ryder.
Paul says ‘with the help of Sue Ryder I have managed to understand it (the
dementia), especially accepting it, and trying to battle it as well. Through the help of
the Sue Ryder team I have educated myself about dementia, my diet, my activities
and coping mechanisms as well’.
‘With Sue Ryder there is a support, there is somebody there you can actually talk to,
plus they give you all of the information that you can do research on, and you can
find out more, I am now a member of the dementia society and other societies that
have educated me on my dementia. I like it that there are other people there that
also have dementia. There are a few people I know, and we talk. If Sue Ryder was
not here I do not think I would have been here…’. Paul enjoys the social activities
and being able to meet with other people who have dementia. As he lives alone, he
likes to be able to socialise and enjoys many activities at Sue Ryder and that he has
been signposted to via the Dementia Together service.
He states that ‘Sue Ryder are doing a brilliant job’.
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3.5.3 Monitoring Dementia Intensive Support Team (DIST) referrals

A further measure of the reduction of impact on other services through crisis
avoidance, is a reduction in the number of referrals to the Dementia Intensive
Support Team (DIST). DIST is an NHS commissioned service operated by Norfolk
and Suffolk Foundation Trust (NSFT) who work with people in crisis or those with
enhanced needs at Level 3.
Secondary data collected by NSFT were analysed to identify the number of referrals
to DIST, in order to identify any changes in referral rates. The number of referrals
were plotted on a statistical process control chart (SPC)6 (Figure 5), which is used to
monitor the impact of an intervention on a ‘process’ which in this case is DIST
referrals. A statistical calculation is used to determine whether changes are due to
natural variation i.e. would have happened anyway, or due to an outside factor or
intervention (e.g. Dementia Together)7. This helps to focus on where real change
occurs rather than reacting to normal fluctuation.

NHS Improvement (2011). An overview of statistical process control. Accessed via: https://www.england.nhs.uk/improvementhub/wp-content/uploads/sites/44/2017/11/An-Overview-of-Statistical-Process-Control-SPC.pdf [26/02/19]
6

The mean referral rate was calculated for the year prior to Dementia Together (2016/17), with data fluctuating above and
below this average. This is normal within certain limits which are determined by a statistical calculation (three standard
deviations), as shown in Figure 5, as upper and lower limits. Any point within this area is seen as natural variation and not a
cause for investigation, unless:

Any point goes outside of the red line as this indicates something unusual has happened (there is a particular cause for
a change in data).

There are seven or more consecutive points on the same side of the mean which indicates a shift in the process. Such a
change is likely to be a result of an intervention, subsequently requiring further investigation to identify the source of this
shift (for example, the launch of the Dementia Together service).

7
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Figure 5: Statistical process control chart (SPC) for referral rates to DIST.
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As visible in Figure 5, the data points fluctuate above and below the average referral
rate for 2016/17, with the upper limit reflecting 162 referrals and the lower limit
reflecting 61 referrals. Furthermore, the boundary between the lighter coloured
circles reflects data within 2 standard deviations (SD) of the mean8, further indicating
that the data does not tend to fluctuate unpredictably around the mean.
Although there has been a reduction in the number of referrals to DIST in 2017/18
(1235) compared to 2016/17 (1340) and a slight decline in referral rates since the
introduction of the Dementia Together service (Figure 6), Figure 5 does not
demonstrate a substantial shift. It is therefore unlikely that the reduction can be
attributed to the Dementia Together service but may have happened as a course of
predictable fluctuations. Longitudinal monitoring of DIST referrals is recommended to
make further comparisons as the service becomes increasingly established.
8

NHS Improvement (2017) Statistical Process Control (SPC). Accessed via:
https://improvement.nhs.uk/documents/2171/statistical-process-control.pdf [26/02/2019]
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Figure 6: Average DIST referral rate from March 2017-Dec 2018: Rolling 12 months
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1600
1400
1200

Referrals

1000
800
600
400
200

Mar-19

Feb-19

Jan-19

Dec-18

Nov-18

Oct-18

Sep-18

Aug-18

Jul-18

Jun-18

May-18

Apr-18

Mar-18

Feb-18

Jan-18

Dec-17

Nov-17

Oct-17

Sep-17

Aug-17

Jul-17

Jun-17

May-17

Apr-17

Mar-17

0

3.5.4 Crisis avoidance: Service development

Finally, in phase one of the evaluation, stakeholders were asked whether they had
any suggestions on how the service may be developed, which would in turn reduce
the demand upon other services. Whilst many stakeholders did not answer this final
question (n = 31), some suggested employing additional staff, ensuring information is
up to date, ensuring easy access to the website and ensuring a quick referral to
external organisations after initial contact as service improvements. Several
comments made referred to the need for more external advertisement to ‘raise the
profile’ and ensure the service is more visible. In addition, stakeholders also
suggested that further dissemination of information across a variety of organisations
(e.g. GP surgeries, family carer services and social care) would be beneficial. A few
stakeholders suggested that extending the service to include the district of Waveney
in Suffolk would also be of use, which Sue Ryder were subsequently commissioned
to provide.
After the first six months, it became clear that the demand for the service was
extensive. Due to this pressure and the limited staffing resource, there was a waiting
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time of over three weeks for a home visit by a Navigator and a backlog of referrals
dealt with by the Helpline Operators. Commissioners agreed that additional
resources were urgently needed and granted further funding to provide an additional
part-time Navigator and a full-time Helpline Operator.
Funding for a two-year extension to the service from April 2019 – March 2021 has
been agreed by the Commissioners. This will allow for extending the staff team
further with an additional Navigator for two days per week and an Administrator for
two days per week from April 2019.
Sue Ryder was approached in June 2018 by Suffolk County Council with a request
to pilot Dementia Together in the Waveney area of Suffolk for six months
commencing 1 October 2018. Following further discussion, this was agreed, and the
pilot began on 1 October 2018. Extensive stakeholder engagement and promotion
of the new service in that area took place from September 2018. The service was
extended by one full-time dedicated Navigator for the Waveney area and an
additional Helpline Operator for three days a week. The service has registered and
supported 57 clients in the Waveney area up to 31 December 2018. The Waveney
Pilot has subsequently been extended by a further six months to 30 September
2019.

3.6 Outcome 6: Involvement of the wider community in supporting those
with dementia

The importance of support was evident in comments provided by PwD and carers.
Comments provided by PwD suggest that social support, whether a direct influence
of the service provision, or as a result of the networks surrounding the individual prior

to contact with the Dementia Together Service, are important to well-being. For
example, one PwD suggested that if he did not attend the Memory Lane Cafe, he
would feel isolated, whilst another PwD suggested they are able to relax amongst
their peer group at the dementia café. On the other hand, some PwD did not
recognise a reduction in social isolation due to pre-formed social networks with
neighbours, friends, activity groups and support groups. Nonetheless, feeling
connected to others was reflected as important across comments, with some PwD
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suggesting that they are ‘keen to meet other people of a similar age and at a similar
stage of their dementia journey’. However, it should be noted that attending support
groups was not considered as necessary for all PwD, and is dependent upon the
context in which the individual is situated.
‘Um what we do as well is we introduce people to groups, because you will find
people will be reluctant to take that first step...and actually go to a group, but there
have been, there are occasions when all of us, have taken people along, and that is
just introducing them, opening that door and that whole new support, open up a
whole new world for them’. (Navigator).
‘I get a lot of help...but um the...one we go to...on a Friday...is a really...like Heaven’.
(PwD).
Dementia Together staff were asked about what they perceive the benefits of the
Dementia Together Service to be for PwD and their carers. All staff suggested that
the benefit of the Dementia Together Service was the accessibility as well as having
someone to talk to, provide reassurance and practical support. The immediacy and
ease of having a hotline for carers and PwD to contact was also considered highly
beneficial.
Staff were then asked about their experience of working in Dementia Together as a
multi-agency service. All staff reported the importance of working collaboratively with
individuals across other professions, as it allowed them to be an advocate for service
users as well as draw upon existing support networks and resources from external
organisations.
3.6.1 Peer Support
Prior to Dementia Together, Sue Ryder ran a number of dementia (Synergy) cafes
across the county.
There was an awareness and serious concern about the lack of peer support which
would be available from 1 April 2017, as funding had been withdrawn from 31 March
2017 and several organisations, including Sue Ryder, the Alzheimer’s Society,
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Suffolk Family Carers and Age UK were closing peer support groups and dementia
cafes. The concern for Dementia Together was that it would be difficult to signpost
people with dementia and their carers to local support as it was very limited.
Sue Ryder worked hard to ensure that all nine Synergy Cafes were transitioned over
to being community/volunteer led, and Dementia Together regularly supports all nine
of these Cafes with Navigator input on a monthly basis. Dementia Together also
continued a monthly support group in Mildenhall previously run by the Alzheimer’s
Society (see Appendix 1: Regular Support provided in the Community by Dementia
Together)
The aim in the first year was to grow more peer support through DAA and local
community groups. This has proved to be a challenge; although funding for DAA was
available, uptake was low. At the end of Year 1, there was a small increase in the
overall number of groups which all have a link to a Sue Ryder Navigator. There are
however still gaps and a need for more local peer support groups and 1:1
befriending, but capacity of Navigators is limited to establish these. This is also true
of most DAA who are volunteers and whose primary focus is raising awareness of
the condition rather than setting up/operating support groups. Sue Ryder has been
working with Suffolk MIND from year two onwards to form a newly diagnosed,
younger persons’ group.

Sue Ryder will also continue to work with the Suffolk

Community Foundation who administer local trust funding for dementia projects to
ensure projects are funded which meet the needs and gaps identified across the
county.
Dementia Together and the local DAAs have raised awareness of dementia in local
communities, which has resulted in more generic cafes and groups being dementia
friendly and welcoming to people with dementia and their carers, (e.g. Meet Up
Mondays, The Shed in Ipswich and the ActivLives groups). There have also been
several new dementia specific support groups and cafes established in the
community, for example in Needham Market and Eye.
Dementia Together continues to increase awareness of local peer support
opportunities and make connections with them to understand what they are able to
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offer. This helps to ensure relevant signposting and a smooth introduction of the
client to the most appropriate group or café. Through Dementia Together’s
awareness of peer support provision in the local community, they are able to provide
details of what peer support is available locally and by signposting to local groups
are increasing the sustainability of the groups.
As can be seen by the following table, there has been a significant increase in the
level of peer support in all areas of Suffolk. The figures at 1 April 2017 were as a
result of an updated mapping exercise carried out by Sue Ryder.
Table 2: Peer Support Provision for People with Dementia and their Family Carers
Area
Ipswich
Mid-Suffolk
Coastal
West Suffolk
Waveney
Total

As at 1 April 2017
2
5
4
4
4
19

As at 31 December 2018
13
16
5
10
6
50

Suffolk Mind, one of Dementia Together’s partners, has been working on a project
revolving around peer support for younger people living with dementia in the coastal
area. Another partner, Stowmarket DAA have allocated funding to enhance support
in that area for younger people with a diagnosis of dementia. Dementia Together has
therefore linked these two partners to strengthen the implementation of this new
support group in mid-Suffolk. This joint working has resulted in the formation of the
Suffolk Young Dementia Network.

3.7 Outcome 7: Enhancing the lives of volunteers

Finally, in phase one of the evaluation, staff were asked to comment upon how the
service may be developed in future. The consensus amongst the five respondents
was the importance of recruiting more navigators, volunteers and befrienders to
improve service provision and ensure sustainability. Data from only one volunteer
were collected in the first year.
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Initially, the job profile for a Volunteer Level 1 Navigator, was very extensive and
included a variety of roles. Sue Ryder learned however that it was unrealistic to
expect a volunteer to fulfil such a variety of tasks. The role was therefore broken
down into five separate roles (also see Appendix 2: Volunteer Opportunities):


Dementia Together Ambassador



Volunteer Navigator



Dementia cafes, peer support or activity group



Befriending



Peer Support Workers

The service has now received additional funding which enabled Sue Ryder to
employ additional navigators and helpline operators.
Dementia Together was originally designed to include Level 1 support being
provided in the community by volunteer Level 1 Navigators. Over the period from
April 2017 to December 2018, five volunteers have actively supported the service.
It has proved challenging to appoint volunteer Level 1 Navigators because the role
involves a lot of lone working and, as it needed to be reactive to the client need in
that community, it did not provide the regular days/hours which prospective
volunteers were looking for. The service has continued to promote volunteering
opportunities on the Sue Ryder website, including a blog highlighting a volunteer in
action, and the Volunteer Suffolk website. Volunteering for Dementia Together has
been promoted extensively through the Dementia Action Alliances and Good
Neighbourhood Schemes.

Volunteer roles within Dementia Together were

specifically highlighted in Dementia Awareness Week and Volunteering Awareness
Week. Dementia Together also held a dedicated Volunteer Information Event in
Ipswich on 23 May 2018, which was advertised widely, produced interest but sadly
no uptake of the roles. As of 31 December 2018, Dementia Together has two active
volunteers.
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3.8 Outcome 8: Improving the local social economy through increased
turnover in dementia friendly pubs, cafes

Dementia Together seeks to engage and support local DAAs in Suffolk. Navigators
regularly attend DAA meetings in their geographical area (see Appendix 1 Regular
Support provided in the Community by Dementia Together) and Chairs of various
DAAs are members of the Dementia Together Operational Group and provide
valuable input. There has been an increase in the number of local DAAs in Suffolk
from April 2017 to December 2018.
An analysis of data on local DAAs contained on the Dementia Action Alliance
website (www.dementiaaction.org.uk), both in June 2017 and in early January 2019,
shows a dramatic increase in membership of local DAAs in Suffolk and a significant
increase in the number of public facing businesses in those communities which have
undertaken Dementia Friends training, been classified as dementia friendly and have
become members of their local DAA
Table 3: Number of member organisations in each Dementia Action Alliance (DAA).

DAA

June 2017

January 2019

Ipswich DAA

24

33

Felixstowe DAA

10

32

Hadleigh DAA

29

40

Stowmarket DAA

14

32

Bury St Edmunds DAA

4

13

Not applicable

Not applicable

Newmarket DAA

0

40

Needham Market DAA

0

6

Lavenham DAA

0

Data unavailable

Haverhill DAA

0

3

Debenham Dementia Project
(Dementia Friendly Community)
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Eye DAA

0

Data unavailable

Totals

81

199

Table 4: Number of public facing businesses in each area who are dementia-friendly.

DAA

June 2017

January 2019

Ipswich DAA

14

14

Felixstowe DAA

6

20

Hadleigh DAA

23

24

Stowmarket DAA

5

10

Bury St Edmunds DAA

2

4

Debenham Dementia Project
(Dementia Friendly Community)

17

19

Newmarket DAA

0

28

Needham Market DAA

0

0

Lavenham DAA

0

Data unavailable

Haverhill DAA

0

1

Eye DAA

0

Data unavailable

Totals

67

120
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4. CONCLUSIONS
The conclusions offered provide some insight into the data collected about the
service. The evaluation has explored the views and attitudes of PwD, their carers,
volunteers, stakeholders and staff. An in-depth analysis of all the focus group data
has been undertaken, as well as quantitative data in the form of survey and
secondary data analysis.
For PwD it was apparent that the majority either strongly agreed or agreed that after
contact with the Dementia Together Service they felt they had a better understanding
of dementia and available support services. Further, it is encouraging that the
majority of PwD felt that the Dementia Together Service had enabled them to better
manage their condition, avoid crisis, and enhance both physical and mental health.
This is also reflected in the focus group discussions, with the majority of PwD
suggesting being satisfied or very satisfied by their experience of the service offered
by Sue Ryder.
All but one carer suggested that they strongly agreed or agreed that they received
useful information about dementia and ways to cope as a carer. It is important to
recognise that some carers were unable to respond to statements regarding
‘understanding of dementia’ and ‘ways to cope’ as they ‘had not had a chance to
read information provided’ or have ‘not been able to follow through any
recommendations. Follow up calls to these carers had however shown that
significant progress had been made since or further input had subsequently been
given by Dementia Together as required. Carers, however, felt that the Dementia
Together service provided a sense of wellbeing, developed knowledge and
confidence and enabled them to feel supported, whilst having their needs addressed.
The avoidance of crisis was again recognised within the focus groups, in addition to
evidence of reduction in costs for health and social care, due to crisis avoidance.
Furthermore, to date there has only been one complaint against the service itself,
details about the complaint can be found in Appendix 3.
The majority of the stakeholders felt that Dementia Together was a central service, a
‘one-stop-shop’ that provides all the information needed by a PwD and their family
www.uos.ac.uk
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members. Whilst a small number of stakeholders felt that it did not support them in
their role, they did however acknowledge the value for carers.
Staff reported the importance of working collaboratively with individuals across other
professions, enabling them to be an advocate for service users as well as draw upon
existing support networks and resources from external organisations. There is a
need to ensure the service is resourced appropriately to meet the demand.
It is evident from the data that Sue Ryder have made an impact in response to all
eight outcomes. Some (outcomes one to six) were straightforward in evidencing,
while outcomes seven and eight may require greater insight and development.
Nonetheless, the Dementia Together service has made a significant difference to the
people of Suffolk, particularly PwD, their families and carers.
Continuing to work closely with Commissioners and their scrutiny of the outputs and
the data has led to further opportunities to improve the service.

5. RECOMMENDATIONS
Based on the findings within this report, the following recommendations have been
suggested for consideration by the Sue Ryder team:


Some carers may not reach out to services that may help them due to various
factors, including a sense of personal responsibility. It is important, therefore, to
continue to reflect on how best to reach out to these individuals who may not
seek initial support.



The positive impact for PwD engaging with others, particularly those in similar
situations to themselves, was evident throughout the narratives of those living
with dementia who participated in this evaluation. Sue Ryder should continue to
engage with dementia-friendly community groups, emphasising the importance of
supporting PwD to live well with dementia within their communities. It was also
evident that group activities would not be suitable for all, therefore developing
provision to include an emphasis upon befriending schemes may contribute
toward PwD being able to live independently for longer, supporting carer
responsibilities in addition to reducing the likelihood of social isolation.
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 There may be opportunities or areas for service development, for example
investigating undertaking of statutory carers assessments on behalf of the adult
community service (ACS) and to improve joint working across stakeholders.

 Evaluation of the extension of the service to the Waveney area. As this is an
extension to the service it will be worthwhile evaluating the effect of the Dementia
Together service on this new geographic area and to keep separate data from
the Waveney area which can be evaluated.


Continue to work with GP surgeries to promote and develop the service. This
work has been ongoing, but needs to continue as there are still some GP
surgeries and patients who are not fully aware of the service.

5.1 Moving forward: A Reflection from the Sue Ryder Dementia Together
Service Team
Achievements / What has worked well and why?

1. There has been a continued increase in registered service users.
2. There has been considerable activity outside of direct service user contact, for
example:


Extensive

Stakeholder

Engagement

(see

Appendix

4:

Stakeholder

Engagement). Sue Ryder set out to not work in isolation, but to work together
with other organisations to improve the experience of PwD and their carers.
This is being achieved through extensive stakeholder engagement and the
Dementia Together Operational Group, which has resulted in the ability to
influence change in other parts of the pathway.


Service promotion (see Appendix 4: Stakeholder Engagement and Appendix
5: Project to engage with GP surgeries).



Dementia Friends Training



Supporting community resilience (see Appendix 1: Regular Support provided
in the Community by Dementia Together)

3. The Health Service Journal award in November 2017 was a real achievement, as
was winning ‘Team of the Year’ in Sue Ryder’s National Awards in October 2018.
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Challenges / What has not worked so well and why?
There have been low referral rates in the West of Suffolk, it has been difficult to
access BME communities, and it has been challenging to recruit volunteers.
Lessons Learned:
Actions from Home Visits
Dementia Together became aware that home visits created a lot of work in making
referrals and following up on various actions agreed.

This was taking a lot of

Navigator time and causing a delay in home visits to new clients. To work more
effectively and to reduce waiting times for home visits, additional Level 1/Helpline
Operators were engaged to take on this follow up work.
Website
After an initial population of the website from a mapping exercise previously carried
out by Sue Ryder, the vision was that providers of dementia services would register
on the Dementia Together website, upload details of the services they provided, be
responsible for any updates and also add details of any special events relating to
dementia. It has become apparent however that often providers are reluctant to take
on this responsibility and there needs to be more work on the website from the
service itself. There has been frustration with the lack of resource to do this to date.
However, from April 2019, the service has funding for some part-time administrative
support and the website will be a key task for this new staff member.
Ipswich Navigator / Lead Navigator role
Initially there were four full-time Navigators who each had a designated area. The
Navigator for Ipswich was also the Lead Navigator who had additional
responsibilities with line managing the team. We learned that client demand in the
Ipswich area was dramatically greater than the demand in the other three areas. To
ensure this Navigator was able to manage the team effectively, additional Navigator
resources were provided for the Ipswich area.
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Follow Up Calls
Phase 1 of the evaluation had suggested that “Some Carers were unable to
comment completely upon some of the questions as a result of not having time to
read materials or follow through on any of the advice received from the navigator …”
As a result of this, follow Up calls were introduced. Dementia Together staff feel that
follow up calls have been very valuable for a number of reasons, for example:
1. Follow up calls are a vital source of information and updates on a client’s
current situation. They provide an ongoing support package which some
clients find reassuring. The knowledge of continued care and the opportunity
to discuss concerns play a huge part in the continuity of the service, which
people with dementia and their families find invaluable.
2. Follow up calls provide reassurance to clients that they are not alone and that
someone is thinking about them and are a reminder that Dementia Together
is here to support them. Follow up calls have prompted clients to come back
to the service for ongoing emotional support as and when needed.
3. Many clients who have just been diagnosed or are having a memory
assessment require follow ups to ensure they can digest the initial diagnosis
information before they start to accept their support needs.
4. Some clients struggle to accept a diagnosis of dementia and some are initially
in denial about it. This can result in a reluctance or resistance to receiving
information and support at the first contact. However, experience has shown
that they are often pleased to receive a follow up call three months later, as by
then they have processed the situation and are ready to receive help.
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6. APPENDICES
Appendix 1: Regular Support provided in the Community by Dementia
Together
Cafes/Support Groups

Regularity

SR staff
involved

Stradbroke Café

6 visits per year

Annie

Hartismere Hospital

Monthly

Annie

Hadleigh Memory Café

Every other
month

Annie

Needham Market DAA Coffee Morning

Monthly

Annie

The Bridge Project Sudbury Community Café

Monthly

Annie

Daphne’s Café-Capel St Mary

4 visits per year

Annie

Together Tuesday Social Café, Hadleigh

Every other
month

Annie

Red Gables Social Group, Stowmarket

Monthly

Annie

Needham Memory Corner

Monthly

Annie

St Peter & St Pauls “Who Cares”

4 visits per year

Annie

DeCaf, The Bridge Project, Sudbury

Monthly

Annie

Mildenhall Support Group

Monthly

Lisa

Terrific Tuesday Memory Café

Monthly

Lisa

Newmarket Support Group

Monthly

Lisa

Gatehouse Carers Group, Bury St Edmunds

Monthly

Lisa

Carers Group, Davers Court, Bury St Edmunds

Monthly

Lisa

Brandon Café

Monthly

Lisa
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Positive Living Group, Bury St Edmunds

Twice a Year
for 6 weeks

Lisa

Memory Lane Café, Ipswich

Monthly

Judith

Friday Friends Café, Ipswich

Monthly

Judith

Stowmarket DAA

Monthly

Annie

Hadleigh DAA

Monthly

Annie

Eye DAA

Monthly

Annie

Needham Market

Monthly/every
other month

Annie

Lavenham DAA

Monthly

Annie

Haverhill DAA

Monthly

Lisa

Newmarket DAA

Monthly

Lisa

Ipswich DAA

Monthly

Judith

Felixstowe DAA

Monthly

Jan

Framfield House Surgery, Woodbridge

Monthly

Rachel/Jan

Fressingfield Health Centre

Every other
month

Annie

Howard House Surgery, Felixstowe

Monthly

Rachel/Jan

Dr Taylor & Partners, Woodbridge

Monthly

Rachel/Jan

Stow Health, Stowmarket

Monthly

Annie

Dementia Action Alliances (DAAs)

GP Surgeries
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Stanton Surgery

Monthly

Lisa

Harwicke House GP Surgery, Sudbury

Monthly

Annie

Hadleigh GP Surgery

Monthly

Annie

Suffolk Dementia Forum

Monthly

Jo, Alana,
Judith,
Sharon

Dementia Together Operational Group

Quarterly

Jo, Alana,
Judith,
Sharon

Suffolk Information Partnership

Quarterly

Alana

Suffolk Family Partnership Board

Quarterly

Judith

Suffolk Family Carers Better Practice Meeting

Quarterly

Alana &
Judith

Healthwatch BME Diversity Group

Monthly

Alana

Other
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Appendix 2: Volunteering Opportunities
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Appendix 3: Complaints
The Dementia Together service has received just one complaint in the period from 1
April 2017 to 31 December 2018.
The following complaint was received, dealt with and resolved during November:
A complaint was received by email on 10 November 2017 from an anxious and
concerned daughter of a person with dementia, regarding our Navigator’s approach
to a home visit with herself and her mum.

The complainant raised concerns

regarding the Navigator’s approach and felt the Navigator had unrealistic goals for
her mother.
The complaint was acknowledged the same day, 10 November 2017.
An investigation was carried out by the Community Services Operations Manager
and the Navigator’s line manager, which included separate discussions with the
complainant and the Navigator concerned. From this, the following was agreed:


All Navigators will ensure they are aware of any other support received prior
to home visits and make contact with any key professionals involved, to
enable them to understand the best way to approach that particular service
user and to take into account their tone. For example, during the investigation
of the complaint, the DIST Team advised that it had taken a long time for
them to build a rapport with the daughter, as she had difficulties in accepting
her mother’s condition.



The Navigators have been asked to explain the Holistic Assessment process.

A written response via email was sent to the complainant on 22 November 2017.
The complainant responded by email the same day (22 November 2017), confirming
that she was satisfied that her complaint had been addressed and appropriate
actions taken and that she did not wish to take the matter any further. A further visit
was offered with a different Navigator, but the complainant felt that all her needs
were met at this time.
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Since this, further engagement has enabled our Navigator to provide ongoing
support to this mother and daughter and the Navigator has received the following
compliment from the daughter:
“We certainly need you over in Haverhill.
I am also writing to thank you for your assistance with the incontinence team.
Mum had her appointment yesterday morning and I thought we were going to be in
with the lady for an hour as the letter sounded very detailed and involved. No, we
were out in under 5 mins. Assessment made and pads ordered and delivery is to be
on Monday.
I cannot thank you enough as I know if you had not put the wheels in motion we
would have been questioned far longer which is very stressful for mum.”
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Appendix 4: Stakeholder Engagement - 9 December 2016 to 31 December 2018
Date

Stakeholder

SR staff involved

09.12.16
Date

ActivLives
Stakeholder

Alana

28.12.16

Suffolk Family Carers

Jo

Alzheimer’s Society

Jo

28.12.16

NSFT - Consultant Psychiatrist (CLL & CMAS); MH
Nurse (Later
Life,
Access & Assessment Team); Strategy
Suffolk
Family
Carers
Development; CMAS; and Programme Manager.

Jo & Sharon
+
Seb Butcher
(Purple
Jo
Tuesday)

08.03.17
04.01.17

Dementia Lead
Nurses from Ipswich Hospital and West
Alzheimer’s
Society

Jo & Sharon
Jo

24.01.17
09.03.17

NSFT
ConsultantHealthcare
Psychiatrist
(CLL &Champions
CMAS); MH
Suffolk-Community
Dementia
for Nurse
Jo & AlanaJo & Sharon
(Later
Life, Access & Assessment Team); Strategy
East Suffolk
Development; CMAS; and Programme Manager.
+ Seb
Suffolk Community Healthcare. Also shown Care CoJo, Alana & Sharon
Butcher
ordination Centre.
(Purple
Healthwatch
Jo
Tuesday)

04.01.17

09.12.16

24.01.17

13.03.17
13.03.17
15.03.17

08.03.17

16.03.17
21.03.17

09.03.17
21.03.17
22.03.17
22.03.17
13.03.17
24.03.17

ActivLives

Suffolk Hospital

Speech & Language Therapy Pilot

Jo

Customer First and Emergency Duty Service

Jo, Alana & Sharon

Suffolk
Community
Healthcare Dementia Champions for
& Alana
Headway
Suffolk
Jo,East
Alana Jo
& Sharon
Suffolk
Dementia Intensive Support Team (DIST), East Suffolk

Jo & Sharon

Suffolk County
Council
Dementia Cluster
Managers
Suffolk
Community
Healthcare.
Also shown
Care Co- Jo & AlanaJo, Alana &
(West, South
& East Areas)
ordination
Centre.
Sharon
Suffolk Family Carers Forum

Alana

Memory Assessment Team, IDT & Complexity in later
Life Team (West Suffolk)

Jo & Alana

Suffolk Information Partnership

Jo, Alana & Sharon

Healthwatch

15.03.17

Speech & Language Therapy Pilot

16.03.17
31.03.17

Dementia
Intensive Therapy
SupportPilot
Team (DIST), West SuffolkSharon
Speech & Language

12.04.17

Bury & Newmarket Later Life Teams - CPD Session

Alana

Unknown
21.03.17

Healthwatch
Customer
First and Emergency Duty Service

Jo

25.04.17

Suffolk Community Healthcare Dementia Champions for
West Suffolk

Alana

31.03.17

Alana

Dementia Lead Nurses from Ipswich Hospital and West
Jo & Sharon
Dementia Intensive Support Team (DIST), West Suffolk
Jo, Alana & Sharon
Suffolk Hospital

13.03.17

24.03.17

SR staff
involved

Jo
Jo

Jo, Alana &
Sharon
Jo, Alana &
Sharon

21.03.17
26.04.17

Headway
Suffolk
GP Education
Event at Trinity Park, Ipswich.

Jo, Alana &
Judith (Lead
Navigator)Sharon

26.04.17

22.03.17

Community Memory Assessment Team (CMAS) and
& Sharon
Dementia
Intensive Support Team (DIST), East SuffolkJo, Alana Jo
& Sharon

27.04.17
22.03.17

My CareCounty
Wishes.Council
Jo hadDementia
already made
contact
with
Initially JoJo
& Alana
Suffolk
Cluster
Managers
(West,
& Alana
DB-C. &Alana
arranged for DB-C to do a training
Then all Dementia
South
Eastthen
Areas)

Later Life Team, East Suffolk.

session for Dementia Together staff on My Care Wishes
on 27 April.
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Date
02.05.17

24.03.17

02.05.17

24.03.17

Stakeholder

SR staff involved

Session at Positive Living Group for PWD & Carers at

Jo or Lisa (Navigator)

Mid Suffolk Voluntary and Statutory Partnership (VASP)

Alana

Suffolk
Carers
Forum
Nowton Family
Court, Bury
St Edmunds.

Alana

04.05.17

Memory Assessment Team, IDT & Complexity in later Life
Connect
(West
Suffolk) (Haverhill, Bury Rural & Bury
Alana
Team
(West
Suffolk)

Jo & Alana

31.03.17
11.05.17

Suffolk
Information
Partnership
Emergency
Duty Service
– Call Handlers Meeting

Alana

17.05.17

Connect Co-ordinators

Alana

Jo, Alana &
Sharon

17.05.17
31.03.17

Session &
& Stand
at Dementia
Conference
at Nowton
Speech
Language
Therapy
Pilot

Jo & Lisa Sharon

19.05.17
12.04.17
2-4pm

Rural&Coffee
CaravanLater
– Dementia
Awareness
Bury
Newmarket
Life Teams
- CPDCream
Session

Annie

Alana

Annie

Jo

Town) & (Sudbury & Forest Heath)

Court, Bury St Edmunds.
Tea at Woolpit

Unknown Healthwatch
02.06.17
Rural Coffee Caravan – Dementia Awareness Cream
2-4pm
Tea at Walsham le Willows
25.04.17

06.06.17
06.06.17

Suffolk Community Healthcare Dementia Champions for
Alana
Dementia Champions at West Suffolk Hospital
Jo or Alana
West Suffolk
Healthwatch - Research Officers

Jo & Sharon

26.04.17
07.06.17

GP
Education
Event at Trinity Park, Ipswich.
Neurological
Network

Jo

12.06.17

Connect Implementation Managers (South & East)

Alana

29.06.17
26.04.17

St Elizabeth Hospice,
Sharon
Community
Memory Ipswich
Assessment Team (CMAS) and Later
(Phone
call
and
follow
up
email
attaching
leaflet
&
Life Team, East Suffolk.

Jo, Alana &
Sharon

My Care Wishes. Jo had already made contact with DB-C.
St Nicholas
St Edmunds
& session for
Sharon
Alana
then Hospice,
arrangedBury
for DB-C
to do a(Nurse
training
Dementia Lead)
Dementia
Together staff on My Care Wishes on 27 April.

Initially Jo &
Alana

27.04.17

29.06.17

referral form, offering meeting if they felt it would be
helpful.)

(Phone call and follow up email attaching leaflet &
referral form, offering meeting if they felt it would be
helpful.)

04.07.17
04.07.17

Suffolk Lowland Search & Rescue re Herbert Protocol

Then all
Dementia
Together
staff
Alana & Sharon

Community Transport - BSEVC (Connecting

Alana & Judith

Black and Minority Ethnic (BME) Meeting (Healthwatch)

Jo & Alana

02.05.17

Session
at Positive
Living
Group for
PWD &&Carers
Communities
Community
Transport
in Ipswich
Mid- at
Nowton
Court,
Bury
St
Edmunds.
Suffolk)

13.07.17

Mid Suffolk Voluntary and Statutory Partnership (VASP)

02.05.17

19.07.17

04.05.17

Judith (Lead
Navigator)

Jo or Lisa
(Navigator)
Alana

Frailty Assessment Base at Ipswich Hospital
Jo & Alana
(Geriatrician
&
Lead
Nurse)
Connect (West Suffolk) (Haverhill, Bury Rural & Bury Town)
Alana

28.07.17

&
(Sudbury Memory
& ForestAssessment
Heath) Service (CMAS) re Co- Jo & Alana
Community

31.07.17

11.05.17

Emergency
Duty Service – Call Handlers Meeting
Dementia Forum (new, set up by Healthwatch)

Jo

01.08.17
17.05.17

Memory Assessment
Team (MAT) at West Suffolk
Connect
Co-ordinators

Jo & AlanaAlana

17.05.17

Session & Stand at Dementia Conference at Nowton Court,
Jo & Lisa
Ambulance
Service
Alana
&
Rachel
Bury St Edmunds.

01.08.17

Location at Memory Clinic

Hospital -Community Manager, CLL & ND Pathways re
Co-Location at Memory Clinic
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Date
03.08.17

19.05.17

04.08.17
08.08.17
2-4pm
09.08.17

02.06.17

Stakeholder

SR staff involved

ACE re Advocacy, including training.

Alana

Suffolk County Council – Home First Team Managers

Alana

Rural Coffee Caravan – Dementia Awareness Cream

Annie

Suffolk Good Neighbourhood Schemes Network
– Helpline made phone calls to each one offering
information re Dementia Together

Jamie

111 Service
Details of service included in 111 Directory

Alana

Swan & Forest GP Practices, Bury St Edmunds – Staff
Coffee Morning
Neurological
Network

Lisa

Rural Coffee Caravan – Dementia Awareness Cream Tea at
Lofty Heights
Alana
Woolpit

Annie

Rural
Caravan – Dementia Awareness Cream Tea at
Tea atCoffee
Stradbroke
Walsham le Willows

Annie

06.06.17

Dementia Champions at West Suffolk Hospital

Jo or Alana

06.06.17

Healthwatch - Research Officers

17.08.17

2-4pm

18.08.17
29.08.17

07.06.17
29.08.17

Jo & Sharon
Jo

12.06.17
30.08.17

Connect
Managers (South & East)
Wel-beingImplementation
re Assistive Technology

Suffolk Local Pharmaceutical Committee

Jo & Alana

30.08.17
29.06.17

Rural
Coffee Caravan
Dementia Awareness Cream
St
Elizabeth
Hospice,–Ipswich

Annie

06.09.17

South Rural
Team (invitation
Connect
Judith/Annie
(Phone
call ACS
and follow
up email received
attachingvialeaflet
& referral
Implementation
Managerif South
on behalf
of be
Cluster
form,
offering meeting
they felt
it would
helpful.)

Tea at Great Blakenham

Alana
Alana & Judith
Sharon

Manager.)

29.06.17
07.09.17
18.09.17
25.09.17
13.10.17

St
Nicholas
Hospice, Bury St Edmunds (Nurse & Dementia
Home
First, Stowmarket.
Alana
Lead)
Dementia Lead, Suffolk County Council (ACS)

Jo, Alana & Sharon

British Red
Support
Homeattaching
Co-ordinator
at & referral
Alana
(Phone
callCross
and follow
upatemail
leaflet
Ipswich
Hospital
form, offering meeting if they felt it would be helpful.)

04.07.17

Suffolk
Central Lowland
Locality Search & Rescue re Herbert Protocol

Building Community Capacity Officer, Mid-Suffolk/

Alana

01.11.17

Ipswich & East ACS Team (Stowmarket).

Alana

13.11.17
04.07.17

Access & Assessment
Alana
Community
TransportTeam
- BSEVC (Connecting Communities
Community
Transport
Ipswich
Early Intervention
Team in
(EIT),
Bury &
StMid-Suffolk)
Edmunds
Alana

30.11.17
04.12.17

Sharon

Stradbroke Café

Annie

Crisis Action Team, Ipswich

Alana

Alana &
Sharon
Alana &
Judith

13.07.17

Black and Minority Ethnic (BME) Meeting (Healthwatch)

Jo & Alana

19.07.17
06.12.17

Frailty
Base at Ipswich Hospital (Geriatrician
&
Suffolk Assessment
Community Healthcare
Alana
Lead Nurse)

Jo & Alana

Bury NET (Networking
Event)
Lisa
Community
Memory Assessment
Service (CMAS) re CoLocation
at Memory
Clinic Neighbourhood Team
Social Worker,
East Ipswich
Alana

Jo & Alana

05.12.17
07.12.17

13.12.17
28.07.17
03.01.18
09.01.18

Bury Rural Integrated Neighbourhood Team

Lisa

31.07.17

Dementia
Forum (new, set up by Healthwatch)
Suffolk

Community Memory Assessment Service (CMAS), East

Alana

11.01.18

Connect Haverhill Integrated Neighbourhood Team

Lisa

12.01.18

Memory Assessment Team (MAT), West Suffolk

Alana & Lisa
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Date

Stakeholder

SR staff involved

17.01.18

Suffolk Community Healthcare

Judith

18.01.18

Memory Assessment Team (MAT) at West Suffolk Hospital Pop Up Stand at Boots, Stowmarket
Annie
Community Manager, CLL & ND Pathways re Co-Location
at
St
Peter &Clinic
St Paul Church, Stowmarket
Annie
Memory

18.01.18

Highpoint Prison, Stradishall

Lisa & Annie

01.02.18

Speech & Language Therapy (SALT) Team

02.02.18

Norfolk and Suffolk NHS Foundation Trust (NSFT),

Alana & Annie
Rachel

05.02.18

Admiral Nurses

Jo & Alana

12.02.18

GP Presentation at West Suffolk House

Alana & Lisa

01.08.17

18.01.18

01.08.17

Ambulance Service

03.08.17 Bury
ACEStreEdmunds.
Advocacy, including training.
04.08.17

Lofty Heights

Alana &

Lisa

26.02.18
Talk at
Orchard
House,–Newmarket
08.08.17 GP
Suffolk
County
Council
Home First Team ManagersAlana
01.03.18

Customer First

Judith

GP Shutdown Event, Newmarket

Lisa

Primary Care Dementia Services Workshop

Jo

03.04.18

Suffolk Good Neighbourhood Schemes Network – Helpline
Stand at West Suffolk College
Lisa
made phone calls to each one offering information re
Community
Team Leads at Sandy Hill Lane, Ipswich.
Alana
Dementia Together

10.04.18

Nowton Park, Bury St Edmunds.

Lisa

19.04.18

Community Memory Assessment Service (CMAS),
East Suffolk

Judith

25.04.18

Presentation with Local Admiral Nurses

Alana

09.08.17

02.03.18
13.03.18
22.03.18

17.08.17

26.03.18

18.08.17

Rural Coffee Caravan – Dementia Awareness Cream Tea at
Pop Up Stand, Boots, Bury St Edmunds
Lisa
Stradbroke

111 Service

Details of service included in 111 Directory

29.08.17 Buurtzorg
Swan & Forest
GP Practices,
Bury St Edmunds – Staff
26.04.18
Team, Bury
St Edmunds
Alana
23.05.18

Coffee Morning

Dementia Together Volunteer Event

Jo & Alana

Alana
Alana
Alana
Annie

Jamie

Alana

Lisa

Jo, Alana & Judith

23.05.18
Up Stand
Boots, Bury St Edmunds
29.08.17 Pop
Suffolk
LocalatPharmaceutical
Committee

Rosemary (Volunteer)
Jo & Alana

24.05.18

University of Suffolk - Dementia Launch

Jo

24.05.18

Newmarket Hospital

Lisa

25.05.18

Falls Lead

31.05.18

Community Memory Assessment Service (CMAS),

Alana

06.06.18

Suffolk Community Healthcare, Eye.

Alana

30.08.17

Wel-being re Assistive Technology

Alana &
Judith

Alana, Judith, Annie &
30.08.17 Rural Coffee Caravan – Dementia Awareness Cream Lisa
Tea at Annie
Great
Blakenham
30.05.18
Let’s
Talk
Advocacy Service, Bury St Edmunds
Lisa

06.09.17 East
South
Rural ACS Team (invitation received via Connect
Suffolk
Implementation Manager South on behalf of Cluster
04.06.18
CMAS
(as above) - Trainee Psychologist
Alana
Manager.)
07.09.17

07.06.18

Home First, Stowmarket.

Dementia Intensive Support Team (DIST) and Reactive
Emergency Assessment Community Team (REACT) at
18.09.17 Sandy
Dementia
Lead,Ipswich
Suffolk County Council (ACS)
Hill Lane,

14.06.18

Dementia Conference, Bury St Edmunds

www.uos.ac.uk

Alana

Alana

Judith/Annie

Alana
Jo, Alana &
Sharon
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Date

Stakeholder

SR staff involved

15.06.18

Carers Week, Newmarket Community Hospital

Lisa

Eye/North West Integrated Neighbourhood Team

Lisa

25.09.17

18.06.18
20.06.18

British Red Cross Support at Home Co-ordinator at Ipswich
Lunch & Learn at Botesdale
Annie
Hospital

Alana

13.10.17
26.06.18

BuildingCommissioning
Community Capacity
Officer,
Mid-Suffolk/Central
Clinical
Group (CCG)
Conference
at
Jo & JudithAlana
Locality
Quay Place, Ipswich.

09.07.18

Admiral Nurses

Alana

10.07.18

Families & Communities Officer for West Suffolk

Lisa

13.11.17
11.07.18

Access &Service
Assessment
Team
Dementia
Workshop,
Waveney

Alana

11.07.18

Mental Health Workshop, Elmswell

Lisa

16.07.18

Dementia Intensive Support Team (DIST), West Suffolk

Alana & Lisa

04.12.17
17.07.18

Stradbroke
Café Team (MAT), West Suffolk
Memory
Assessment

Alana

20.07.18

Hadleigh Bowls Club

Annie

27.07.18

Community Neighbourhood Network Teams

Alana

06.12.17
03.08.18

Suffolk Community
Healthcare
Waveney
CCG

Alana

08.08.18

Social Workers, Waveney

Alana

10.08.18

ACS/Customer First

Alana & Judith

13.12.17
24.08.18

Bury NET re
(Networking
Event)
Discussion
Dementia Film

Lisa

28.08.18
03.01.18
21.11.18

Meet & Greet at Mildenhall Lodge Care Home (Carers’
Social Worker, East Ipswich Neighbourhood Team
Course)

Lisa

01.09.18

Stand at St Mary’s Fete, Felixstowe

01.11.17

30.11.17

05.12.17

07.12.17

Ipswich & East ACS Team (Stowmarket).

Early Intervention Team (EIT), Bury St Edmunds

Crisis Action Team, Ipswich

Bury Rural Integrated Neighbourhood Team

Alana
Alana
Alana
Annie
Alana
Alana
Lisa
Lisa
Alana

Annie
Community Memory Assessment Service (CMAS), East
Home
Alana
SuffolkFirst, Waveney

Alana

03.09.18

Suffolk County Council - Service Development,
Connect Haverhill Integrated Neighbourhood Team
Waveney

Alana

Lisa

03.09.18

Papavero Coffee Solutions, Waveney

Alana

03.09.18

Memory Assessment Team (MAT), Waveney

Alana

05.09.18

Halesworth Project

Alana

05.09.18

Mildenhall Lodge Care Home

Lisa

19.09.18
18.01.18

Age
PopUK
Up Stand at Boots, Stowmarket

Alana

19.09.18

British Red Cross – Need to Change Event

Lisa

19.09.18

West Suffolk Hospital – Talk to Consultants

Alana

20.09.18
18.01.18

Open
Day at
The Chantry
Highpoint
Prison,
Stradishall

Jo, Alana, Lisa
Judith&&
Sharon Annie

28.09.18

Capel Parish Nurse Group – Volunteer Training Session

Annie

06.10.18

Sudbury Memory Walk

Annie & Sally

08.10.18

Flu Campaign, Haverhill

Lisa

09.10.18

Volunteer Event, Stowmarket.

Annie

09.01.18

03.09.18

11.01.18
12.01.18
17.01.18

18.01.18

01.02.18

Memory Assessment Team (MAT), West Suffolk

Suffolk Community Healthcare

St Peter & St Paul Church, Stowmarket

Speech & Language Therapy (SALT) Team

www.uos.ac.uk

Alana &
Lisa
Judith
Annie
Annie

Alana &
Annie

Page

55

Date

Stakeholder

SR staff involved

10.10.18

Home First, Ipswich – Dementia Awareness Session &

Judith

11.10.18

Flu Clinic, Haverhill

Lisa

Norfolk
and Suffolk
NHS Foundation Trust (NSFT), Bury St
02.02.18 info
re Dementia
Together
Edmunds.

Lisa

12.10.18
Neighbourhood
05.02.18 Good
Admiral
Nurses Network Schemes, Stutton –
Dementia Friends Session & info re Dementia Together

Judith

Jo & Alana

12.02.18 Clinical
GP Presentation
at Nicholas
West Suffolk
House
12.10.18
Educator at St
Hospice,
Bury St
Edmunds – Dementia Friends Session & info re
Dementia Together

Alana

Alana &
Lisa

26.02.18 Home
GP Talk
Orchard
15.10.18
First at
staff
in WestHouse,
Suffolk –Newmarket
Dementia Awareness
Session & info re Dementia Together

Judith

Alana

15.10.18

Lisa

01.03.18

Customer First

Meet Up Mondays, Brandon

Judith

16.10.18
Assessment
Service
(MAT),
Waveney
02.03.18 Memory
Pop Up
Stand, Boots,
Bury
St Edmunds

Alana & Jonny
Lisa

16.10.18

Health Drop In, Community House, Ipswich

Alana & Judith

17.10.18

Headway Conference

Alana

13.03.18

GP Shutdown Event, Newmarket

Lisa

18.10.18
for the Services
East, Ipswich
& East Suffolk
22.03.18 Transformation
Primary CareLead
Dementia
Workshop
CCG

Alana

Jo

22.10.18
First,
Waveney
– Dementia
26.03.18 Home
Stand
at West
Suffolk
CollegeAwareness Session &
into re Dementia Together

Judith

Lisa

03.04.18 Older
Community
TeamMeeting,
Leads atWest
Sandy
Hill Hospital,
Lane, Ipswich.Lisa
23.10.18
Persons Team
Suffolk
Bury St Edmunds
10.04.18 Drop
Nowton
Park, Bury St Edmunds.
In Session in Brandon

24.10.18

Lisa

02.11.18
Neighbourhood
Network
Meeting,Service
Sudbury
–
Annie
19.04.18 Good
Community
Memory
Assessment
(CMAS),
East
Dementia
Friends
Session
Suffolk
10.11.18

Movement & Memories Dementia Event, University of

Jo

13.11.18

Dementia Friendly Art & Craft Group, Lowestoft

Jonny

19.11.18

ACS Team, Carlton Court, Lowestoft

Jonny

Ipswich with Local Admiral Nurses
25.04.18 Suffolk,
Presentation

26.04.18

Buurtzorg Team, Bury St Edmunds

Alana
Lisa
Judith
Alana
Alana

20.11.18
Networking
Lowestoft
23.05.18 Volunteer
Dementia
TogetherEvent,
Volunteer
Event

Jonny

23.11.18

Information Stand at the Sue Ryder Shop, Lowestoft

Jonny

28.11.18

Felixstowe GP Surgeries

Jan

28.11.18

Felixstowe Library

Jan

28.11.18

CCG Dementia Support Services Workshop

Jonny

28.11.18

Norfolk CCG Commissioner (interested in Dementia
Together)

Jo & Alana

Forget Me Not Group, Framlingham

Judith & Jan

23.05.18
24.05.18
24.05.18

29.11.18

Pop Up Stand at Boots, Bury St Edmunds

University of Suffolk - Dementia Launch
Newmarket Hospital

Rosemary
(Volunteer)
Jo
Lisa

25.05.18 Framlingham
Falls Lead GP Surgery
29.11.18

Jan

29.11.18

Networking Event, Kirkley Centre, Lowestoft

Jonny

30.11.18

Carers’ Rights Day, Gorleston

Jonny

www.uos.ac.uk

Jo, Alana &
Judith

Alana,
Judith,
Annie &
Lisa
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Date
30.11.18

Stakeholder

SR staff involved

Good Neighbourhood Scheme, Chelmondiston

Judith

West Suffolk House Information Day, Bury St Edmunds

Lisa

30.05.18

Let’s Talk Advocacy Service, Bury St Edmunds

04.12.18
31.05.18
18.12.18

Forget Me Not
Group, Assessment
Beccles
Jonny
Community
Memory
Service (CMAS), East
Suffolk

03.12.18

05.12.18

Dementia Intensive Support Team (DIST) and

Jonny

04.06.18

CMAS
(as above)
Trainee Psychologist
Community
Memory- Assessment
Service (CMAS),

06.06.18
05.12.18

Suffolk
Community
Eye.
Networking
Event forHealthcare,
Voluntary Organisations,
Lowestoft

05.12.18

Social Prescribing Funding Pilot Scheme Meeting,
Dementia
Intensive Support Team (DIST) and ReactiveSharon
Melton
Emergency Assessment Community Team (REACT) at
Carer’sHill
Group,
Carlton
Court, Lowestoft
Jonny
Sandy
Lane,
Ipswich

07.06.18

05.12.18
06.12.18

Carlton Court, Lowestoft

Jonny

Lisa
Alana
Alana
Alana
Alana

Eye Health Centre Event

Annie

Dementia Intensive Support Team (DIST), Carlton Court,
Lowestoft

Jonny

Care Home Link Worker, West Suffolk

Lisa

18.06.18
07.12.18

Lunch
& Learn
at Botesdale
Supporting
People
in Older Age Dementia Session,

Judith

Annie

20.06.18
11.12.18

Eye/North
Integrated
Neighbourhood Team
ACS Team,West
Riverside
Office, Lowestoft

Jonny

Lisa

11.12.18
26.06.18
12.12.18

Suffolk Family
Carers Mind
& Body
Connection
Event at Quay
Judith
Clinical
Commissioning
Group
(CCG)
Conference
Place,
Ipswich.
Dementia
Awareness Session for staff at Orchard
Judith

Jo & Judith

09.07.18
12.12.18

Admiral
Health &Nurses
Wellbeing Research Showcase, University of

Alana

10.07.18

Families & Communities Officer for West Suffolk
Memory Assessment Team (MAT), West Suffolk

Alana

13.12.18
11.07.18

Stand at Lowestoft
Dementia
Service Library
Workshop, Waveney

Jonny

Felixstowe Themed Integrated Neighbourhood Team

Jan

14.06.18

Dementia Conference, Bury St Edmunds

15.06.18

Carers Week, Newmarket Community Hospital

06.12.18
06.12.18

12.12.18
13.12.18

11.07.18

14.12.18

Wickham Market

Suffolk, Ipswich

Mental
(INT) Health Workshop, Elmswell

Alana

Dementia
Lowestoft Intensive Support Team (DIST), West Suffolk

Stand at Suffolk County Council, Riverside Office,

Jonny

17.12.18

Stand at Suffolk County Council, Riverside Office,
Lowestoft

Jonny

17.07.18

Memory Assessment Team (MAT), West Suffolk
Access Community Trust, Lowestoft

Jonny

20.07.18
19.12.18

Hadleigh
Club
Gorleston Bowls
Dementia
Café

Jonny

Suffolk Family Carers, Waveney

Jonny

19.12.18

27.07.18

Community Neighbourhood Network Teams
British Legion, Felixstowe

Jan

03.08.18
20.12.18

Waveney
CCG
Informal Drop-In/Network,
Peninsular, Orford & Alderton

Jan

08.08.18

Social Workers, Waveney

20.12.18

Lisa

Medical Centre, Ipswich

16.07.18

18.12.18

Alana

www.uos.ac.uk

Lisa
Alana
Lisa
Alana &
Lisa
Alana
Annie
Alana
Alana
Alana
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ACS/Customer First

24.08.18

Discussion re Dementia Film

28.08.18

Meet & Greet at Mildenhall Lodge Care Home (Carers’
Course)

01.09.18

Stand at St Mary’s Fete, Felixstowe

03.09.18

Home First, Waveney

03.09.18

Suffolk County Council - Service Development, Waveney

03.09.18

Papavero Coffee Solutions, Waveney

03.09.18

Memory Assessment Team (MAT), Waveney

05.09.18

Halesworth Project

05.09.18

Mildenhall Lodge Care Home

19.09.18

Age UK

19.09.18

British Red Cross – Need to Change Event

19.09.18

West Suffolk Hospital – Talk to Consultants

20.09.18

Open Day at The Chantry

28.09.18

Capel Parish Nurse Group – Volunteer Training Session

06.10.18

Sudbury Memory Walk

08.10.18

Flu Campaign, Haverhill

09.10.18

Volunteer Event, Stowmarket.

10.10.18

Home First, Ipswich – Dementia Awareness Session & info
re Dementia Together

www.uos.ac.uk
26 October 2017

02 November
2017

03 November
2017
09 November
2017
09 November
2017
11 April 2018

11 April 2018
11 April 2018

24 October 2017

24 October 2017

24 October 2017

03 November 2017

03 November 2017

08 November 2017

08 November 2017

08 November 2017

Hawthorn Drive Surgery,
Ipswich

Constable Country Rural
Medical Practice

Constable Country Rural
Medical Practice, Capel St
Mary

Hardwicke House Group
Practice, Stour Street,
Sudbury

Hardwicke House Meadow
Lane Surgery, Sudbury

Hardwicke House, Cornard

Haven Health Centre,
Felixstowe

Grove Medical Centre,
Felixstowe

Date agreed for
initial visit

First Contact
Made

Name of Surgery /
Location

Lisa

Alana

06 November
2017

Jo, Alana,
Judith &
Sharon

Annie

03 November 2017

Annie &
Sally

Lisa

Annie

Judith

Pinewood Surgery, Ipswich

Alana

Lisa

06 November
2017

08 November
2017

08 November
2017

08 November
2017

09 November
2017

09 November
2017

03 November
2017

02 November
2017

26 October 2017

Agreed new
posters

Alana

Alana

06 November
2017

08 November
2017

08 November
2017

08 November
2017

09 November
2017

09 November
2017

03 November
2017

02 November
2017

26 October 2017

Agreed TV
screen

Lisa

Annie

Refer Patients
Participation

April Patients
Participation

April Patients
Participation

April Patients
Participation

2018 to agree
date

08 January 2018

05 March 2018

04 January 2018

2018 to arrange
date

Agreed GP
clinic

Alana &
Judith

Lisa

Monthly

Monthly

Monthly

Monthly

2018 to agree
date

Monthly Second
Monday

First Monday of
the month

Monthly First
Thursday

Monthly

Ongoing dates
for clinic

During the period from October 2017 to April 2018, a Dementia Together Volunteer Level 1 Navigator carried out a project to
engage as much as possible with GP surgeries throughout Suffolk. The aim of this was to promote awareness of the Dementia
Together service by ensuring that current Dementia Together posters were displayed in the surgery, arranging for a pre-prepared
Powerpoint slide about the service to be displayed on screens in waiting areas and getting agreement for a monthly Dementia
Together clinic in the surgery. The results of this are given below:

Carried out by a Dementia Together Volunteer Level 1 Navigator from October 2017 – April 2018

Appendix 5: Project to engage with GP Surgeries
21.11.18

10.08.18

Alana

Alana

Alana
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20.11.18

23.11.18

19.11.18

ACS Team, Carlton Court, Lowestoft

Volunteer Networking Event, Lowestoft

Information Stand at the Sue Ryder Shop, Lowestoft

www.uos.ac.uk
Lisa

Good Neighbourhood Network Meeting, Sudbury – Dementia
Friends Session

Movement & Memories Dementia Event, University of
Suffolk, Ipswich
No TV

12 December
2017

Health Drop In, Community House, Ipswich

Alana

Transformation Lead for the East, Ipswich & East Suffolk
CCG
Alana

Lisa

Jo

08 December
2017

Alana &
Jonny

Alana &
Judith

No TV

Not Agreed

Lisa

08 December
2017

12 December
2017

12 December
2017

Meet Up Mondays, Brandon

Annie

29 November 2017

No TV

08 December
2017

Home First staff in West Suffolk – Dementia Awareness
Session & info re Dementia Together
07 February
2018

08 February
2018

12 February
2018

12 June 2018

30 January 2018

To be
considered

Judith

08 February
2018

1st Wednesday of
the month

2nd Thursday of
the month

2nd Monday in the
month

Monthly

To be agreed

To be agreed

Judith

2nd Thursday of
the month

Lisa

Jonny

Jonny

Jonny

Jonny

Wickham Market Surgery

01 December
2017

30 November
2017

30 November
2017

Memory Assessment Service (MAT), Waveney

06 December 2017

01 December 2017

Mount Farm Surgery, Bury
St Edmunds

01 December
2017

01 June 2018

12 December
2017

08 December
2017

30 November
2017

No TV

07 December
2017

Clinical Educator at St Nicholas Hospice, Bury St Edmunds –
Dementia Friends Session & info re Dementia Together
21 February
2018

Monthly 3rd
Monday

Good Neighbourhood Network Schemes, Stutton – Dementia
Friends Session & info re Dementia Together

Cutlers Hill Surgery,
Halesworth

01 December 2017

01 December 2017

30 November 2017

29 November 2017

27 November 2017

Dr P Dean and Partners,
Bury St Edmunds

Martlesham Health
Surgery

Dr Taylor and Partners,
Woodbridge

12 December
2017

Dementia Friendly Art & Craft Group, Lowestoft

Rendlesham Surgery

Drop In Session in Brandon

Home First, Waveney – Dementia Awareness Session & into
re Dementia Together

07 December
2017

19 February
2018

Monthly

Ongoing dates
for clinic

Flu Clinic, Haverhill

Framfield House Surgery

24.10.18

22 November 2017

30 November
2017

30 November
2017

Headway Conference

Long Melford Practice

22.10.18

30 November
2017

18.10.18

21 November 2017

17.10.18

Hadleigh Health Centre

04 December
2017

04 December
2017

16.10.18

04 December
2017

16.10.18

20 November 2017

24 November
2017

24 November
2017

15.10.18

Felixstowe Medical
Practice

16 November
2017

16 November
2017

Refer Patients
Participation

15.10.18

24th November
2017

06 November
2017

06 November
2017

Agreed GP
clinic

12.10.18

17 November 2017

Agreed TV
screen

Agreed new
posters

12.10.18

Howard House Surgery,
Felixstowe

Older Persons Team Meeting, West Suffolk Hospital, Bury St
Edmunds

06 November
2017
16 November
2017

Date agreed for
initial visit

23.10.18

03 November 2017

13.11.18

Derby Road Practice,
Ipswich

10.11.18

14 November 2017

First Contact
Made

02.11.18

Bildeston Surgery

Name of Surgery /
Location

11.10.18

Alana

Judith
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Name of Surgery /
Location

06.12.18

06.12.18

07.12.18

Care Home Link Worker, West Suffolk

Supporting People in Older Age Dementia Session, Wickham Judith
Market

www.uos.ac.uk

Dementia Intensive Support Team (DIST), Carlton Court,
Lowestoft

Good Neighbourhood Scheme, Chelmondiston

03.12.18

West Suffolk House Information Day, Bury St Edmunds

04.12.18

Forget Me Not Group, Beccles

15 February 2018

Agreed new
posters
15 March 2018

15 February 2018

12 April 2018

Date agreed for
initial visit

15 March 2018

29 December 2017

23 February 2018

Judith

Jonny

Lisa

13 March 2018

Lisa

Jonny

Jonny

13 March 2018

Jonny

Jonny

13 March 2018

12 March 2018

15 March 2018

Agreed TV
screen

No Screen

No Screen

08 March 2018

Jan

Sharon

Jonny

Annie

13 March 2018

12 March 2018

28 February 2018

Framlingham GP Surgery

First Contact
Made

29.11.18

12 March 2018

15 February 2018

15 February 2018

29 December 2017

Forget Me Not Group, Framlingham

22 February 2018

No TV

29.11.18

12 March 2018

08 March 2018

08 March 2018

14 March 2018

22 February 2018

22 February 2018

06 February 2018

06 March 2018

Norfolk CCG Commissioner (interested in Dementia
Together)
18 April 2018

09 April 2018

Agreed GP
clinic

20 March 2018

14 March 2018

05 April 2018

28 March 2018

10 April 2018

20 March 2018

Jan

Monthly

Negotiate with
Navigator

Ongoing dates
for clinic

To be agreed

4 April then to be
agreed

Fourth
Wednesday of the
month

First Monday of
month

1st Wednesday of
month

CCG Dementia Support Services Workshop

Deben Road Surgery,
Ipswich

30.11.18
No TV

28.11.18

07 March 2018

Ongoing dates
for clinic

28.11.18

Jonny

Wickhambrook Surgery

Carers’ Rights Day, Gorleston

09 March 2018

19 March 2018

06 March 2018

30.11.18

06 February 2018

02 March 2018

06 March 2018

Networking Event, Kirkley Centre, Lowestoft

No Screen

29.11.18

15 March 2018

Agreed GP
clinic

Felixstowe Library

Siam Surgery, Sudbury

Social Prescribing Funding Pilot Scheme Meeting, Melton
22 March 2018

Agreed TV
screen

28.11.18

Name of Surgery /
Location

Networking Event for Voluntary Organisations, Lowestoft

29 December 2017

Agreed new
posters

Felixstowe GP Surgeries

Haverhill Medical Practice

05.12.18
15 February 2018

Carer’s Group, Carlton Court, Lowestoft

Debenham GP
Grundisburgh

Debenham Group Practice
Otley

Eye Health Centre

Dementia Intensive Support Team (DIST) and Community
Memory Assessment Service (CMAS), Carlton Court,
Lowestoft

15 February 2018

05.12.18

29 December 2017

Eye Health Centre Event

Stow Heath Surgery,
Stowmarket

Barham & Claydon
Surgery

Combs Ford Surgery

Fressingfield Medical
Centre

Stanton Surgery

06.12.18

29 December 2017

Date agreed for
initial visit

18.12.18

Grundisburgh Debenham
GP

05.12.18

29 December 2017

05.12.18

Dr Dean & Partners

Debenham Group Practice

First Contact
Made

28.11.18
Jan

Jonny

Jo & Alana

Judith & Jan
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