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Executive Summary

Future Matters is a community based solution to raising awareness of end of life care
planning. Volunteers are trained to cascade end of life care planning information to local
communities. They also support members of the public to put their plans in place and help
them share their plans with those close to them and those who may have to make decisions
on their behalf about their future health and social care.

Future Matters Islington has been commissioned by Islington CCG since 2013.

v' In Year 1 (2013/14), 22 volunteers were trained. They delivered 17 awareness raising
events reaching 260 members of the public. 47 end of life care plans were completed
with the support of a Future Matters volunteer (including 12 advance care plans).

v" In Year 2 (2014/15), 570 members of the public were reached through 29 awareness
raising events. Future Matters volunteers delivered 105 one to one appointments and 65
end of life care plans were put in place as a result (including 31 advance care plans).

v" In Year 3 (2015/16): 465 members of the public were reached through 19 awareness
raising events. Future Matters volunteers delivered 140 one to one appointments and 73
end of life care plans were put in place as a result (including 31 advance care plans).

v" In Year 4 (2016/17): 484 members of the public were reached through 21 awareness
raising events (exceeding the target by 38%). Future Matters volunteers delivered 114
one-to-one appointments (exceeding the target by 14%) and 60 end of life care plans
were put in place (including 31 advance care plans).

Summary of the Year

We continue to deliver a successful service raising awareness of end of life within varied
settings and to a diverse audience. The addition of the Death Cafes this year, to our list of
events, has been very successful and the feedback has been overwhelmingly positive.

Within our Advice and Planning Service we have seen a significant increase in the number
of home visits. We have also seen more elderly service users with an increase in users over
the age of 75. Our ethnic reach remains diverse with 18% of our service users being from
Black/African/Caribbean/Black British ethnicities, 4% from Asian backgrounds and 4% from
mixed ethnicities. The Future Matters community events have had a positive impact on the
audience and generated 24% of the referrals to the Advice and Planning service. Internal
Age UK Islington referrals accounted for the majority of referrals (40%) and a further quarter
of our referrals were self-referrals; a large increase on last year where self-referrals were just
7.6%. This shows an increase in awareness of the service in the local community. There has
been an increase in the complexity of the case load with service users being in poorer
health. This has resulted in more missed appointments and more support sessions and
home visits being required.

Our communication strategy and service publicity have contributed to further awareness
raising in the community. Articles have appeared in a number of local media including
Islington Gazette and Islington Life as well as in local community newsletters reaching over
50,000 people. Social media has also been used with a reach of over 19,000 people.



What we do

Future Matters is a community based solution to raising awareness of death, dying and end
of life care planning amongst the public. It engages local people, enabling them to discuss,
actively plan and prepare for death and the care they wish to receive. Future Matters
increases the number of advance/end of life care plans completed with the borough.

The aims of Future Matters are to:

o Raise awareness of the importance of planning for the last years of life within the
community;

o Empower and support people to develop their own end of life care plans including
advance care plans; lasting powers of attorney, wills; funeral wishes/plans and organ
donation; and

¢ Enable people to voice their choices to those close to them and those who may have
to make decisions on their behalf about their future health and social care.

Future Matters has been commissioned by Islington CCG since 2013. Over the past 5 years
the project has been developed and adapted to ensure it meets local need and the
requirements of the commissioners. It is delivered as a partnership between Gentle Dusk
and Age UK Islington and is a volunteer-led project.

In practice, Future Matters offers two key services:

1. Community awareness raising activities - through workshops, information stalls,
talks, events and Death Cafes our trained volunteers cascade information to local
communities about all aspects of end of life care planning (including advance care
planning). These activities are offered to a wide range of organisations in the
voluntary and health and social care settings such as community groups, supported
housing schemes and patient groups.

2. Advice and Planning Service — appointments, with a trained volunteer are available
for those residents who wish to actively plan and record their wishes for their end of
life. This could include completing an advance care plan; making lasting powers of
attorney and/or will; recording funeral wishes/plans and considering
organ/tissue/body donation. Service users who complete an advance care plan are
empowered and supported to share their plan and wishes with their GP, other health
& social care professionals and anyone else who is important to them.




Why we do what we do —the evidence

National and local research demonstrates a need for more open conversations around
death, dying and end of life care amongst both professionals and the general public.

Lack of communication around death and dying means people are not dying in their
preferred place. A ComRes survey in 2014 showed that 72% of people say they wish to die
at home, 10% in a hospice and 6% in a hospital. However, in Islington only 27% of people
die at home with the majority (48%) dying in hospital (National End of Life Care Intelligence
Network, 2015).

We know that talking about dying is difficult and remains a taboo subject. Research by the
Dying Matters Coalition (ComRes, 2015) reveals that only 18% of the public have asked a
family member about their end of life care wishes.

But it's not just the public who are failing to talk about dying; many GPs also find it a difficult
topic to address. On average 20 patients on a GPs list (1% of their list) will die each year.
However, research by the Dying Matters Coalition (ComRes, 2012) shows that:

e More than 1/3™ of GPs have not initiated a discussion with a patient about their end
of life care wishes; and

e Only 33% of GPs have asked a family member about their end of life wishes and
35% have talked to someone about their own wishes.

Our reluctance to talk openly about dying and death is a significant barrier to people
receiving the type of end of life care and support they need and want, leading to
unnecessary and unwanted admissions to hospital in the last days of life.

We also know that as a society we are not planning for our end of life care. Only 7% of the
population has written down their wishes or preferences should they become unable to make
these decisions themselves (Comres, 2015). Yet research shows that Advance Care
Planning improves end of life care as well as patient and family satisfaction (BMJ, 2010). It
also reduces stress, anxiety and depression in surviving relatives. A systematic review of the
effects of advance care planning on end of life care published in Palliative Medicine (2014)
found evidence that advance care planning positively impacts on the quality of end-of-life
care, helps build relationships and reduces conflict within families.

Research, commissioned for North Central London to identify key barriers and best
approaches to end of life care planning (COI, 2010), identified that one of the main triggers
for end of life care conversations between medical staff and their patients was verbal or non-
verbal cues from patients or when conversations were initiated by the patients themselves.

Improvements in end of life care can only be made if the challenge posed by the lack of
openness around death, dying and end of life care planning is addressed both within the
professional realm and the general public.

Our Future Matters project addresses all of these challenges. It also addresses Islington’s
End of Life Care Strategy key strategic goal for change; ‘raising awareness within the
community of end of life care issues and services and making conversation more common
place’.



Our targets

This report outlines the Future Matters services’ key successes and learnings from Year 4
(2016/17) and sets out recommendations for taking the project forwards into Year 5
(2017/18). It also summarises the activity against the planned targets and highlights a
number of additional outcomes that were achieved during Year 4.

Targets for Year 4 (2016/17):

¢ 200 members of the community reached by activities by end of Sept 2016 and 350 by
the end of March 2017;

e 100 individual appointments held by the end of March 2017;

e 50 advance care plans, wills, powers of attorney and records of funeral wishes
developed by end of March 2017.

The Scope of the Future Matters service

e A more empowered community

e More open end of life discussions

¢ More advance care plans, wills, power of attorneys and funeral plans in place
¢ More people cared for and dying in their preferred place

e Less inappropriate hospital admissions, reduced hospital costs

e Reduced barriers to end of life conversations with health professionals




What impact do we make

The project has been very successful during 2016/17 in reaching out to the community
through a diverse range of activities and supporting individuals to put their end of life care
plans in place.

Year 4 Outcomes:

v Atotalof 21 Community engagement events were delivered: I workshops, !
talks/presentations, 4 information stalls, and 4 death cafes.

v" These community events reached 484 members of the public. 42 of which requested a follow
up appointment/information.

v 114 one to one appointments were delivered in Advice and Planning service to 78 different
service users

v As aresult of the one-to-one appointments with a volunteer 60 plans were put in place:
o 31 people completed an Advance Care Plan
o 10 people recorded their funeral wishes
o 10 people made a Will
o 8 people made a Lasting Power of Attorney
o 1 people registered for full body donation

v 15 Of the 31 completed ACPs have been sent to the service users GP. 12 of the

completed plans were given to the GP by the service user themselves. 3 people did not want to
share their ACP with their GP.

v 2 articles in the local press for Dying Matters week, at least 4 articles in other

organizations’ newsletters/e-bulletins, and a N€W |OgO.

Community Awa reness Raising Events

Four hundred and eighty four members of the public were reached through our community
awareness raising activities. These activities included talks and presentations, information
stalls at a variety of events, workshops and Death Cafes (see Table 1 below for further
details). In 2016/17 we have had more contact with supported housing schemes than in
previous years and as a result 8 of the 21 events were organised for a Support Housing
Scheme; 6 of these events being for Centra Support.

Table 1. Community events delivered by Future Matters, April 16 to March 17

Event Name Type of activity Date of No. Follow
activity attended ups

1  Whittington Hospital Grand Presentation 11.05.16 29 0
Round

2  Big Conversation - Angel Information 12.05.16 169 6
Central giving

3  Death Café (1) Death Café 19.05.16 13 0

4 St Lukes Legacy event Talk & Stall 16.06.16 35 1
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11
12

13
14
15

16
17
18
19

20
21

Duval House - Centra Support

Queen Elizabeth Court - Anchor
Housing
Death Café (2)

Islington & Shoreditch Housing
Association

Hawberry Lodge - Centra
Support

Duval House - Centra Support

Death Café (3)

Expert Patient Programme
(Whittington Hospital)
Carers Rights Day

Cope House — Centra Support
Carers Pathway Forum

Drovers Activity Centre
Minerva Lodge — Centra Support
Death Café (3)

Diabetes self-management
programme
Manor Gardens Stroke Group

Ash Court — Centra Support

Activities delivered during Dying Matters Week 2016

Workshop
Workshop

Death Café

Talk/Coffee
Morning
Workshop

Workshop
Death Café
Talk

Information stall
Talk
Talk

Information stall
Workshop
Death Café
Talk

Talk
Workshop

17.06.16
05.07.16

14.07.16
22.07.16

13.09.16

02.11.16
10.11.16
18.11.16

25.11.16
30.11.16
13.12.16

08.02.17
09.02.17
03.03.17
10.03.17

17.03.17
31.08.17

8 1
6 5
12 0
1 0
5 4
2
11
5 2
29 8
11 0
35 9
8 2
13 0
21 0
45 1
15 1
11 2
484 42

The volunteers use a variety of interactive activities and tools to support the delivery of their
events including short films, poems, quizzes, games and leaflets.

As part of the community awareness raising activities we inform people about the Future
Matters Advice and Planning Service and provide them with an information flier to take
away. If they are interested in an appointment to see a Future Matters volunteer for a one-to
one appointment for further individualised information and/or to put some plans in place,
their contact details are taken by the volunteer and they are then contacted by Age UK
Islington and given an appointment. In 2016/17, almost 9% of the people who attended an

event requested an appointment at the time of the event.

The Death Cafes (which have been a new addition to our community awareness raising
events for 2016/17) have proved to be very popular. Local residents welcome the
opportunity to have a safe and supportive space to talk opening and honestly about death

from whatever perspective they wish.
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Advice and Planning Service

Appointments, with a trained volunteer, are available for those residents who wish to actively
plan and record their wishes for their end of life. This could include completing an advance
care plan; making a Lasting Power of Attorney or Will; recording funeral wishes/plans and
considering organ/tissue/body donation.

Through the Advice and Planning Service 114 appointments were held in 2016/17
exceeding our 100 appointment target by 149%. A total of 78 individual service users were
supported by the service.

Just over half of these appointments (51%) took place at the Age UK Islington Contact
Centre. The demand for home appointments has been increasing year-on-year with 38% of
the appointments taking place in the client's home compared to just 24% in 2015/16 (see
Figure 1 below). 6% of the appointments took place in a community or day centre.

This increase in home appointments has had cost implications for the service as we need to
ensure that the volunteers delivering the home appointments have received lone-working
training and we need to ensure that the service user's home has been risk assessed before
the appointment can take place. It also has further implications for co-ordination of
appointments, time and travel.

Figure 1: Where the appointments took place
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Profile of our service users

The age profile of our service users has changed significantly during the last year and we
are now seeing many more people aged over 75 years than in previous years. During
2016/17, 47% of our services were aged over 75 years compared to just 30% in 2015/16
and 40% in 2014/15. During 2016/17, 74% of all our service users were aged over 65. The
reason for this increase in the over 75s is likely to be because we received 20% of our
referrals from Age UK Islington Enablement Service (see Table 4) who themselves are
supporting more elderly and vulnerable service users.



Figure 2: Age of Service Users
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In terms of the age of our service users, out of the 78 service users seen in 2016/17, 74%
were female and only 26% were male. There has been a decrease in the % of male service
users during 2016/17. Table 2 shows the % of male service users over the last 4 years of

the service.

Table 2. % of male service users from Year 1 to Year 4

Female Male
Year 1 (2013/14) 63% 37%
Year 2 (2014/15) 58% 42%
Year 3 (2015/16) 68% 32%
Year 4 (2016/17) 74% 26%

This again may be a reflection of the fact that the majority of our service users are now aged
over 75s and so there are less men within this cohort. It is also important to note that during
the second half of the year we had no male volunteers delivering the community awareness
raising activities. It will be important for us to consider how and where we promote our
service so we ensure the service is relevant and accessible to all.

Future Matters aim to offer an accessible and appropriate service to all those living in the
borough of Islington. Our monitoring data in Table 3 below shows the ethnic breakdown of
our service users accessing an appointment compared to the demographics of the Islington

population from the last census data.

Table 3. Ethnicity of Service users

% of Service Users | Census data, 2011
Asian 3.8% 9%
Black/African/Caribbean/Black British 17.9% 13%
Mixed Ethnic Group 3.8% 6%
White British 59.0% 48%
White Other 12.8% 20%
Other 2.6% 3%

10



Referral routes

Referrals to our Advice and Planning service came from a variety of sources (see Table 4
below). The highest percentage of referrals (40%) came internally from Age UK Islington and
half of those from the Enablement Service. A quarter of the referrals came via our Future
Matters community awareness raising activities.

It is interesting to note that almost a quarter of the referrals were self-referrals. This has
been a significant increase from the previous years where just 7.6% were self-referrals and
shows that more people are now aware of the service in the local community.

Interesting, there were no referrals from GPs despite the fact that some GP are now being
sent completed Advance Care Plans from our service users and receiving information about
Future Matters with the completed form. In addition, there was only 1 referral from London
Borough of Islington Social Care team.

Table 4. How our service users were referred to FM for an appointment

% of referrals Number
By their GP Practice 0.0% 0
London Borough of Islington - Social Care 1.2% 1
Age UK Islington (Continued Services) 2.5% 2
Age UK Islington (Enablement Service) 19.8% 16
Age UK Islington (Information & Advice) 9.9% 8
Age UK Islington (Navigators) 4.9% 4
Age UK Islington (Prevention Services) 1.2% 1
Carers Hub 2.5% 2
Dementia Navigator 4.9% 4
Future Matters event/group 23.5% 19
Self-referral 24.7% 20
St Lukes 1.2% 1
78

Harry’s story below highlights the how our community awareness raising activities can
prompt a member of the public to request an appointment to put their end of life care plans in
place.

Harry’s story
w LA Harry is 78 years old and lives in one of

-

Centra  Support's  Sheltered Housing
schemes in Islington.

Monique, the Scheme Manager had
attended one of Gentle Dusk’s Planning for
the Last Years of Life training courses and
thought it would be important for her
residents to learn more for themselves. She
therefore invited Future Matters to come and
run a workshop at the scheme.

11



Nine residents attended the first workshop which focused on why it's important that we plan
for our end of life care. At the end of the workshop, Harry asked if he could meet with a
Future Matters volunteer as he wanted help to write his Advance Care Plan (ACP).

Harry has no family. He did have a nephew who over the years Harry had lost contact with
them. Monique had been trying to help Harry find him but had been unable to do so.

As part of the ACP process Harry discussed and recorded where he would like to be cared
for if he could no longer stay at the scheme due to loss of independence or poor health. He
also talked to the volunteer about his end of life care wishes and these were recorded in his
plan. They also had some discussion about some treatments he might want to refuse at this
stage; Harry knew that he didn’t want to be resuscitated. The volunteer encouraged him to
discuss these further with his GP so that these could be recorded in his medical records.
Harry took his completed ACP to his GP and also shared it with Monique.

At the end of the process Harry told us he felt “relieved that he had put a plan in place
particularly about his future care setting and had peace of mind that his future was more
organised” particularly given that he had no family to support him. Monique was relieved
that she now knew how to respond and care for Harry when he became unwell and at end
of his life.

Names have been changed to protect anonymity

Information & Advice given during the appointments

Although a service user may request an appointment with Future Matters to specifically
discuss a particular aspect of end of life care planning i.e. funeral planning or making a
lasting power of attorney, the Future Matters volunteers will always aim to discuss with them
all aspects of end of life care planning during the appointment/s as many people are
unaware of advance care planning and why they need to do this.

Figure 3 below shows how often each particular aspect of end of life care planning was
discussed in the appointments. As would be expected, advance care planning was
discussed in the majority (89%) of the appointments. Lasting Powers of Attorney were
discussed in 58% of the appointments, Wills in 50% and funeral wishes/plans in 41%.

Figure 3: Topics discussed during the appointments
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End of Life Care Plans completed as a result of volunteer support

Sixty end of life care plans were put in place as a result of a Future Matters appointment and
direct support from a volunteer. This exceeded our target of 50 by 20% (see Table 5). Thirty
one (40%) of our service users completed an advance care plan.

Table 5. Plans completed by service users as a result of Future
Matters support
End of Life Care Plan Number of plans
Completed an ACP 31
Written a Will 10
Made a Lasting Power of Attorney 8
Recorded funeral wishes 10
Registered as an organ donor 0
Registered as a full body donor 1
60

It is important to note that many service users who have been reached by the project, either
through a community event or an appointment, may have completed a plan without the
support of a volunteer. For example, advance care planning forms are given out at
workshops and during most appointments and many service users are happy to complete
these by themselves. We are unable to capture these additional outcomes.

It can take anything between 1-5 appointments for a volunteer to support a service user to
complete an advance care plan: the majority of our service users require 3 appointments.
However, during 2016/17, it was become apparent that due to the increase in complexity of
the service users being referred for an appointment many did not complete their Advance
Care Plans. Often, appointments got cancelled due to ill/poor health or other more pressing
issues took over and the ACP process was not completed. See Grace’s story below.

Grace’s Story

Grace was referred to Future Matters, by
the Age UK Islington Information and
Advice Team, at the end of 2015.

Grace was 60 years old and had a
significant number of personal and health
issues to work through. Grace’s life was
chaotic and disjointed both here in the UK
and overseas.

She was often late for appointments, or she cancelled them. .On one occasion she brought
her young nephew with her who drew for an hour whilst Grace talked to the volunteer.

During the appointments Grace shared her story with the Future Matters volunteer:

“Grace shared so many of her experiences with me — there was lots of laughs and some
tears. The trust that built up between us was touchingly strong. The whole process took
longer that we had hoped, but it worked and she was thrilled”.

13




After 7 appointments, and almost a year after the initial one, Grace completed her Advance
Care Plan. She was so pleased to have achieved this as most things in Grace’s life were left
undone.

Name has been changed to protect anonymity

Sharing completed Advance Care Plans with GPs

Those service user's who complete an advance care plan (ACP) are empowered and
supported to share their plans and wishes with their GP, other health & social care
professionals and anyone else who is important to them.

With the service users consent, Future Matters either sends the completed ACP to the GP
on the service users behalf or writes to their GP to inform them that the service user has
completed an ACP and that the service user will share it with them themselves. There are a
number of service users who wish to take their ACP to the GP themselves and do not wish
us to write to their GP and there are a small number of service users who did not wish to
share their ACP with their GP at all.

Table 6 below indicates how the completed ACPs have been shared with GPs. Almost half
of service users are happy for Future Matters to share the completed ACP with the
appropriate GP and 39% wish to share it themselves.

Table 6. Consent given to share ACPs with GP

Number (%) of
Service users

To send a copy of their ACP to their GP 15 (48%)
To write to their GP to inform them that they

Type of consent given

0,
have completed an ACP vy
They did not give their consent for either of the 3 (9.7%)
above
They will take their ACP to the GP themselves 12 (39%)
Unknown 1(3.3%)

31 (100%)

At the start of 2016/17, we consulted a local GP for their view on our ACP form and how we
could ensure that the completed form would be as useful as possible to a GP. She
suggested that when we send a completed ACP to a GP that we also include a summary
letter that sets out the 3 key points (from the ACP) that the service user would like their GP
to know. We have been implementing this suggestion since January 2017.

Table 7 below lists the GP practices of the service users who have completed an ACP.

Table 7. GP Practices of the service users who have completed
an ACP

Islington GP Practice Number
Amwell Group Practice 1
Andover Medical Practice 1

City Road Medical Centre 1

14




The Goodinge Group Practice

The Holloway Medical Clinic - Dr Woolf
Islington Central Medical Centre
Killick Street Centre

The Northern Medical Centre
Partnership Primary Care Centre
Pine Street Medical Practice
Ritchie Street Group Practice
River Place Group Practice
Roman Way Medical Practice

St John's Way Medical Centre
St Peter's Street Medical Centre
Stroud Green Medical Centre
Other

KRR wNN(NR(R Rk (N ko

Feedback from our service users

Our service users regularly tell their Future Matters volunteer how useful they have found the
appointments. The key phrases that we repeatedly hear from our service users are: “it's a
weight of my chest”, “I now have peace of mind” and “I feel more in control”.

At the end of 2016/17 we were involved in the ‘Realising the Value’ trial led by Age UK
Islington. This was a very useful process as it enabled us to develop and improve the way
we capture and record feedback from our service users. We will be implementing these new
processes in 2017/18.

Below are some quotes from our service users that we received during the ‘Realising the
Value’ trial:

Al feel optimistic because of options. |l can t al
have a say about your 1|ifebo

Male, aged 66-75 years who referred himself to FM

Al édm very happy, not about dyBefgor dbult adbdmdt akho
to do; | di dnot reali se what it i nvol ved. ltbés a big

Female, aged 66-75 years who made a plan for her funeral
il 6ve got a bit more knowledge now about what | G

Female, aged 66-75, referred to FM by a Dementia Navigator

Additional Outcomes - Media & Publicity

Another significant element of the Future Matters service is ensuring that information about
the service is available via a range of media and fora to ensure that it is advertised as widely
as possible. This work also serves as further awareness raising about death, dying and end
of life care planning. During 2016/17 the following has been achieved:

e A new Future Matters logo has been developed and now appears on all our publicity
materials, including the front cover of this report!

15



A new Future Matters poster to advertise the service has been designed and printed
and towards the end of 2016/17 these were distributed to GP surgeries via the Age
UK Islington Navigation team.

Our Future Matters promotional flyer was emailed to the Prevention Provider's Forum
and other commissioned services and then subsequently posted on the Prevention
Providers Forum page on The Knowledge Hub. Specific events such as our Death
Cafes were also promoted here.

Social Media (facebook and twitter) has been used to promote the service and raise
awareness of end of life care issues generally. We particularly make use of this
medium during our Dying Matters week campaigns and to promote our Death Cafes.
We have great twitter relationships with many Islington based services who will
retweet for us i.e. Islington Now, Islington Life, Age UK Islington, Islington Health
Waitch and Voluntary Action Islington.

Articles appeared in Islington Gazette (5" May 2016) and Islington Life (16" May
2016) regarding Dying Matters Week, reaching a total of 45,000 readers:
http://www.islingtongazette.co.uk/news/age uk islington invites people to talk about d
eath over a cup of tea 1 4523365

http://www.islingtontribune.com/deathcafe

An article about our Death Cafe featured in the Age UK Islington Get Together
magazine in July 2016:
http://gtislington.com/uncategorized/death-cafe-mortality-and-biscuits/

An article about Future Matters was included in St Luke’s Newsletter in June 2016
(reaching 2,600+) and information about Future Matters has been added to St Luke’s
website: http://www.slpt.org.uk/get-involved/legacies/future-matters

Information about Future Matters featured in Islington Carers hub e-bulletin and in
Islington Carer’s Newsletter in March 2017 (reaching 3,000).

An Article about Future Matters was included in Age UK Islington Staff and volunteer
newsletter February 2016/7.

Future Matters information has been provided to Dr McDaid to feature in the GP
newsletter and to Magdalena Nikolova for the Housing & Adult Social Services
bulletin.
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Our Challenges and Opportunities

Key Challenges

Maintaining and supporting a pool of active volunteers. Turnover of volunteers
requires regular phases of recruitment and training whilst continuing with service
delivery. Volunteers require guidance and support to be able to deliver both community
awareness raising activities and the advice and planning service, possibly more than
was initially anticipated.

Lack of referrals to Future Matters from GPs and Social Workers. Despite regular
articles being written for GP bulletins and the promotion of the project at GP training
events and via completed Advance Care Plans being sent to GPs there have been no
referrals from GPs. There was only one referral from the Social Work team. The service
was promoted at a Senior Social Work Managers meeting at the beginning of 2017 with
the aim of improving knowledge of the service and how to refer.

Increasing complexity of the service users referred to Future Matters. The profile of
our service users has changed this year with 47% of our services being aged over 75
years compared to just 30% in 2015/6. This is accompanied by an increase in the
complexity of the service users referred for 1:1 support and an increase in the
percentage of service users requiring a home visit (rather than an appointment at Age
UK Islington Contact Centre; 44% of the appointments were home visits in 2016/17
compared to just 24% in 2015/16. This change in user profile has had a number of
significant implications for the service; (1) many service users do not manage to
complete their Advance Care Plans or if they do, they take a significant amount of time to
complete them (as highlighted in Grace’s story). Appointments often get cancelled due to
ill/lpoor health or other more pressing issues take over and the ACP process is not
completed; (2) the increase in home appointments has cost implications for the service
as we need to ensure that the volunteers delivering home appointments have received
lone-working training and are supported and we need to ensure that the service users
home has been risk assessed before the appointment can take place.

Capturing the complexity of support provided by the Information, Advice and
Planning Service. As we have had a specific outcome to support service users to put
plans in place we have focused our efforts on capturing the numbers of completed plans.
However, many service users will have a number of appointments with a volunteer
before they complete a plan, and many service users do not ever complete a plan yet
receive a considerable about of information, advice and support from the volunteer. We
have not currently been capturing the detail of these appointments where just information
and advice has been given but no plan has been put in place. Towards the latter part of
2016/17, the Future Matters team came up with a plan to resolve this issue and which
will be implemented for 2017/18.

Difficulties collecting accurate data about completed Advance Care Plans: We are
unable to capture an accurate number of all Advance Care Plans (ACP) completed
following Future Matters support. Many people are able to complete an ACP by
themselves following an awareness raising activity and do not require any support from a
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volunteer We are currently unable to capture these individuals in our figures as they do
not attend the Information, Advice and Planning service for an appointment. It would
require additional resources to follow up these individuals.

Key Opportunities

The Prevention Providers Forum. We welcome the opportunity to be part of this forum
as it has enabled us to develop new relationships with other commissioned services in
the borough. We hope this will lead to requests for further Future Matters awareness
raising activities and increased referrals for one-to-one support.

Relationships with key partners. During this year we have developed very positive
links with many supported housing schemes in the borough and are therefore now
reaching more frail elderly and those with extra support needs with our awareness
raising activities. We need to build on this success but also need to find creative ways of
engaging with those providers yet to request our services.

Diversity of volunteers. Future Matters has attracted a very skilled and diverse mix of
volunteers from the local area. This has increased our ability to reach diverse
communities and access a variety of local groups. Many volunteers are able to share
their personal stories and act as role models and motivators for end of life care planning.
We need to build on this and recruit volunteers from within communities which we have
yet to develop links i.e. faith groups and LGBT organisations.

Sharing of Advance Care Plans. All completed ACPs are shared with the clients GP.
Following feedback from an Islington GP we have now developed a summary cover
sheet so GPs can easily see the issues of priority for their patient. We would welcome
further feedback from Islington GPs on this and would welcome further funding to enable
such an audit to take place.
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Key Recommendations for 2017-2018

Recommendations for Future Matters

1.

Consider how to increase uptake of appointments by male service users. This
should include thinking about how and where we promote the service. Two new male
volunteers have recently applied to become Future Matters volunteers so it will be
important to also consider how they could be utilised in the community to raise
awareness amongst men.

Improve our monitoring processes so we better capture the range and complexity of
the support our volunteers provide through the Information, Advice and Planning service.

Develop our service user feedback processes (building on the Realising the Value
trial) so we obtain more detailed and qualitative feedback about the difference our
service makes to peoples’ lives.

Continue working with Supported Housing Schemes in the borough by maintaining
our current relationships and developing new relationships with those schemes we have
yet to make contact with.

Recommendations for Islington Clinical Commissioning Group (CCG) and London
Borough of Islington (LBI)

1.

Support Future Matters to promote the service amongst key organisations where
service users would benefit from early planning.

Raise awareness of Future Matters amongst GPs and social workers so as to
increase the number of referrals for end of life care planning.

Make funds available to carry out a review of the Future Matters processes for
sharing completed Advance Care Plans (ACP) with the service user’s GP. This will
guarantee that we gain feedback from GPs about the usefulness of the completed ACPs
and whether these completed ACPs are being added to the patient’s medical record.

Review the funding of Future Matters to ensure the service is able to respond

effectively to the changing needs of the service users e.g. the increase in requests
for home visits and the complexity of the service users that the team are supporting.
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