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1.0 Introduction

Project summary:

The project will work with Macmillan & Cancer Information Centres (MCIC) to reduce the
variation of support to patients in the region. By aligning centres to their wider
communities, engaging with Voluntary & Community Sector Enterprises (VCSE) cancer
services and cancer patients, the project addresses the current and future health and
wellbeing needs of patients and carers. This includes identifying digital opportunities for
better access to information services and support, and a co-ordinated approach towards
training and education for staff and volunteers working with cancer patients.

1.1 The Health & Wellbeing project was led and delivered by the Northern Cancer Alliance
(NCA) in collaboration with Macmillan over two years from March 2022 and aimed to align with
the national cancer planning ask of improving access to health and wellbeing support within
the NHS Long Term Plan. The project was governed through a monthly steering group with
representation from both organisations, including an NCA lay member representative to
ensure patient views were considered throughout. (See Appendix 1 for steering group
members). This report provides a summary of the project findings, identifying areas of key
learning and opportunities for further development.

1.2 The initial aim of the project was to identify the core offer available to those affected by
cancer accessing information and support through the Macmillan and Cancer Information
Centres (MCICs) within North East and North Cumbria (NENC). This was particularly with
reference to delivering Information & Support (I&S) after the pandemic and to understand its
impact on service delivery, but also what needs and issues those affected by cancer were
presenting with.

1.3 The project also aimed to gain a better understanding of how and where health and
wellbeing information is currently available for those affected by cancer, alongside some of
the current challenges or barriers experienced. This has informed proposals aimed at making
support more accessible and able to meet futures needs and changing levels of demand. The
project has also considered how the configuration of health and wellbeing information
contributes to better health outcomes for cancer patients.

1.4 The report is aimed at colleagues and volunteers supporting cancer services as well as
Trust senior management, Integrated Care Board (ICB) commissioners, personalised care
leads, VCSE partners and other stakeholders engaging with those affected by cancer in North
East and North Cumbria (NENC).

Special thanks must be given to all MCIC managers, support staff and volunteers for
their involvement, participation, and continued support of this project.



2.0 Executive Summary

2.1 The first phase of the project was the mapping and scoping of MCICs currently operating
within NENC. This was to collect details of; the location of centres, their layout, the team
structures delivering support to patients, including volunteers, and a summary of their service
offer. This would provide an overview of current provision to be used to highlight the variances
across the NENC, identify issues that influence the information and support offers available,
and consider how to address disparities to improve consistency to cancer patients and carers
in NENC.

2.2 In the early development stages of the project, it was felt this would be beneficial in
understanding how information and support was being provided, particularly as centres were
returning to face-to-face support after Covid-19, and to appreciate how or if patient needs had
changed since the pandemic. The aim was to also understand the current core offer to people
affected by cancer across NENC to consider opportunities to improve consistency for patients.

2.3 The project also aimed to identify and co-ordinate opportunities for additional support
available through MCICs, this to include aligning the centres more closely to the Voluntary and
Community and Social Enterprise Sector (VCSE), so that they could offer more holistic
services to patients and carers. This would involve identifying issues or challenges
experienced by both MCICs and the VCSE in working collaboratively to support those affected
by cancer. It would also consider the demand for, and opportunities to, increase community
access to information and support, as well as making proposals as to how this could be
achieved.

In terms of future service planning for cancer patients, more people than ever before are
surviving cancer: the number of people living with and beyond cancer in the UK is
predicted to grow from 3 million in 2020 to 5 million in 2040. As such, more people are
living with the consequences of cancer treatment or are managing the continuing
symptoms. Understanding how to improve the quality of life for this growing population is
therefore an increasingly important part of cancer service delivery.

Source: www.macmillan.org.uk/cancer-statisitcs-fact-sheet

2.4 The extensive mapping of MCICs undertaken and the continued engagement with MCIC
teams emphasises that NENC is very diverse with wide ranging demographics across local
areas and communities, therefore achieving consistency of service offer is challenging. The
complex configuration of diagnostic and treatment services for cancer across our provider
Trusts influence the operational delivery of each centre and the number of patients accessing
them.

2.5 Itis important to reference that the capacity and current resourcing of MCICs is a recurring
issue and concern identified within this project. Capacity is a major consideration for effective
project-related delivery and implementation, particularly with an increasing number of patients
with complex needs. MCICs offer personalised care to people affected by cancer, responding
to their needs promptly, so their provision offer adapts to fluctuating levels of patient access.
This is alongside other responsibilities which include:

¢ staff management
e continued service design and planning
e recruiting and supporting volunteers


https://www.macmillan.org.uk/about-us/what-we-do/research/cancer-statistics-fact-sheet
https://www.macmillan.org.uk/about-us/what-we-do/research/cancer-statistics-fact-sheet

promoting support available

fundraising

improving referral processes

engaging with both internal cancer teams and external partners.

2.6 Based on the project findings proposals have been made under each of the five areas of
focus within this report to improve access to health and wellbeing and increase availability of
support. The aim is to propose approaches that can be adapted by each centre, aligned to
their respective resources, working with partners, service providers, stakeholders, and
patients to co-ordinate an improved localised cancer infrastructure to support anyone affected
by cancer.

2.7 Each centre will be a pivotal partner in mobilising these proposals as an integral
stakeholder and in some locations developing further as a cancer community hub, which will
be supported through the next phase of this project. This next phase will develop a framework
to support MCICs in working closer with communities. Thereby helping to co-ordinate existing
services to develop a localised cancer community infrastructure around the needs of those
affected by cancer.



3.0 Chapter 1 — Delivering the Health & Wellbeing Project

3.1 Mapping Macmillan & Cancer Information Centres (MCIC)

Within the first six months of the project, extensive information, and details of the existing
structure of Macmillan & Cancer Information Centres (MCICs) and their current offer to those
affected by cancer was collated. Approaches used to collect this data included:

e visits with each centre manager using a project-specific data collection framework (See
Appendix 2)

¢ online questionnaires

e review meetings

e progress updates

e data reports on those accessing MCICs.

This basket of data provided a detailed summary of each centre in terms of number of referrals
and patients supported, staffing, volunteers, additional services available, including reports
which capture the type of support patients are looking for, patient demographics and case
studies to reflect the importance of the support provided.

Summary of MCIC Structures and Responsibilities

Level of
support
needed

Supporting
Clinical
Teams

Additonal
Services

Data &
Reports

Throughout this project and in every centre, huge passion and commitment has been clearly
demonstrated to those affected by cancer, ensuring the provision of excellent personalised
care.

Patient feedback from MCICs:
“...I felt able to talk openly about all my worries and knew that help was there.”

“...I can’t ask for anymore, they will help and advise you.”

“...Found staff to be very sensitive, caring and helpful.”




3.2 Summary of Findings
There are currently twelve MCICs across North East and North Cumbria (NENC) plus two
information points, all based on hospital sites.

e Berwick
NCA & Macmillan Health & Wellbeing Project
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Summary of MCIC Teams in 2022

Macmillan/Cancer Information Centre Population No of Staff No of
(MCIC) Census Centres (FTE) Contacts*
2021
(000)
North Cumbria 324 1 0.6 400
Gateshead 196 1 1 800
Newcastle 300 1 2 2,896
Sunderland/South Tyneside 422 2 3 3,363
County Durham & Darlington 630 3 4 5,008
North Tees (Hartlepool & Stockton) 289 2 3 6,169
South Tees (Middlesbrough & Northallerton) 293 2 2.85 8,614
12 16.45 27,250

* This could include multiple contacts with the same service user

Some trusts within NENC do not have a physical cancer information centre, but all areas are
engaged in this project. More agile services are anticipated with further patient consultation
underway, whilst other areas are currently expanding and at early stages of developing new
teams and I&S provision.

3.3 Core offer available across NENC through MCIC

As a general overview each centre offers a similar core service to patients and is
predominantly accessed by patients attending hospital and preferring face to face contact
whilst there. What differs is the number of staff and volunteers and this impacts on the capacity
and accessibility of each centre. Whilst they vary in size, location, staffing and layout there
are commonalities which include:

e Well signposted and clearly visible in each hospital setting



Extensive range of literature available across a broad range of topics

Connections to cancer teams and tumour groups within trusts so patients can be
referred promptly.

Strong Macmillan branding

Volunteers supporting delivery of information and support.

Based on the information collected from centres, the consistent offer currently available within
each centre across NENC provides:

Direct telephone number and email contact for each centre

Informal drop-in where no appointment is needed (depending on opening hours)

Face to face contact with a member of the team to understand patient/carer needs

ANENANAN

Free information booklets on a wide variety of issues including cancer types,
symptoms, treatment side effects, money worries or work

<

Referrals and/or signposting to other local services and support including welfare
benefits or other community provision

Support to apply for Macmillan grants scheme

AR

Connecting to Macmillan support line, online services or other Macmillan resources
based on need

3.4 Additional Support
This collation of data also highlighted the variation in the range of additional services and
support available through MCICs. The key influences for this variation include:

Floor space available and layout of centres (e.g., separate rooms for complementary
therapies or counselling)

Availability of funding and resources to deliver additional services.

Staffing structures, volunteer numbers and capacity to plan, host, or deliver, additional
support.

Examples of the additional support provided from MCICs for patients and carers include
complementary therapies, counselling, craft based or activity groups, training opportunities
such as HOPE (Help Overcoming Problems Activity), coffee mornings and practical support
such as bra fitting, wig fitting and Look Good Feel Better sessions as well as access to
headwear or worry bears for children.

Example: The HOPE programme is a course designed to support people in developing
techniques and strategies to manage aspects of living with cancer. Some MCICs are
delivering the programme and training more facilitators so further cohorts can be
delivered. Sessions to date have generated positive feedback with good patient
engagement and patients continuing to support each other beyond the programme as
they have established and facilitated their own peer support network and/or social
groups. This presents opportunities to build community-led localised cancer support
networks for patients and carers.




Each centre has, informed by those accessing their centre and responding to patient needs,
developed their own unique range of additional services beyond the core offer. After the
pandemic, centres experienced an increase in footfall of patients whilst at the same time the
range and complexity of the support they were looking for also increased. To meet this demand
and changing need, centres are increasingly working more closely with other partners and
agencies better able to support additional needs, often related to social and economic related
issues. This includes signposting and referral processes to connect patients to often more
specialised support e.g., welfare advice, debt management or local housing. This has created
a growing network of agencies each centre works with in their locality to address the multiple
issues patients present with.

Example - as the cost-of-living crisis has continued, MCIC experienced increases in
support for welfare and benefits related advice. In response to this funding from
Macmillan means most MCICs in NENC now have a dedicated welfare advisor, either
connected directly to a centre or a streamlined referral process into an existing local
advice agency or welfare service. This is a good example of deploying resources
towards an identified need to target barriers cancer patients are experiencing. Advisors
have reported generating up to £1.5mn in additional benefits for cancer patients in one
locality which has a positive impact on the local economy whilst supporting patient
independence.

3.5 Who Accesses MCIC?

Analysing 2022 patient data on those visiting MCICs, identified the majority of those accessing
Information & Support (I&S) were receiving cancer treatment and were already attending the
hospital site (NENC average of 53%). Given their trust-based locations it is unlikely patients
would informally visit a centre for I&S and would tend to combine a visit with a planned
appointment or treatment. A consideration for the project was how to improve access to 1&S
for those that don’t attend hospital sites, possibly linked to practical issues such as travel or
cost, but also if clinical settings might not be conducive to encourage openness and broader
conversations about health and wellbeing.

About one in four people (24%) with cancer in the UK — almost 750,000 people — say they
“can’t afford life at the moment”, according to research conducted by Macmillan.
Hundreds of thousands of cancer patients are putting their lives at risk by cutting back on
meals, heating, and other essentials as a result of the cost-of-living crisis.

Macmillan Cancer Support said it was “hugely concerning” that large numbers of people
living with the disease were having to resort to drastic cost-cutting measures to make
ends meet. Some recovering from chemotherapy or radiotherapy are sleeping in cold
bedrooms to try to keep energy bills down, while others are washing their clothes and
bedding less frequently or skipping meals. The development is alarming because nutrition,
warmth and hygiene are vital to beating cancer, experts say. (Macmillan, Sep 2022)

3.6 Travel for treatment and access to different MCICs

A further issue in accessing MCIC is cancer patients often travel to different hospitals for their
cancer treatment or appointments so may not be accessing their nearest MCIC depending on
their tumour group or where they live. For example, 60% of those accessing support through
Newcastle's MCIC are outside of the area. Access to/availability of transport to attend hospital
sites are also considerations, plus any associated costs such as fuel and parking charges
particularly in the current economic climate and may contribute towards how likely those
affected by cancer will access support through a MCIC. These issues also influence how or


https://www.theguardian.com/society/cancer

where those affected by cancer may want to access Information & Support and will be an area
for further patient consultation.

3.7 Working Within Hospital Trusts & Funding

Given each centre is within a hospital site a large proportion of their operating costs, including
staff, office space, sundries and support for volunteers are paid for by their respective trusts.
Some centres generate income through their own fundraising or donations to support their
own small projects or patient support, others have accessed grants from their respective
hospital charity towards additional services or projects.

Most trusts reimburse or fund volunteer expenses, but this isn’'t consistent across NENC.
Where trusts have recently stopped contributing towards volunteer expenses, such as travel
or subsistence, this impacted on recruitment and in some cases was a major barrier in
volunteering, particularly for those in disadvantaged areas or on low incomes.

Being located within a hospital site can influence the structure, culture, and environment they
operate within but also the different reporting mechanisms, governance, and accountability.
Each centre has established their own internal networks with their respective clinical teams
and different tumour groups to refer patients to Information and Support, all of which makes
each centre unique.

3.8 Volunteering

New research from The National Lottery Community Fund — the largest community
funder in the UK — reveals that people’s sense of community spirit and desire to support
others is in good health across the UK. The findings come from The National Lottery
Community Fund’s latest Community Research Index, an annual survey of over 8,000
people across the UK that finds out how people feel about their local community. When it
comes to the wellbeing of their local community, dealing with the impact of the cost of
living remains people’s top priority in 2024.

2024: Community spirit shines in UK communities as they prepare for year ahead | The
National Lottery Community Fund (tnlcommunityfund.org.uk)

Volunteering can bring many benefits to both the volunteer and the organisation they volunteer
with. In MCICs their time and contribution add significant value to those affected by cancer
and form an important element of supporting patients. The number of volunteers supporting
MCICs was severely impacted by Covid so there has been a period of recovery to rebuild
confidence in hospital environments and adapting volunteer support to more complex patient
needs. This has led to more diverse volunteer roles in some trusts including, more
engagement with patients on chemotherapy wards, and contacting patients in advance of
appointments to reduce Did Not Attend (DNA) which is having a positive impact on cancer
services.

The recruitment of volunteers to support MCICs is led and facilitated by each trust, usually
supported by centre managers, with most roles branded as Macmillan volunteers. Their
induction follows respective trust policies and procedures, plus additional training, or
resources from Macmillan. Feedback from centres suggests the recruitment and induction
process for volunteers was extensive in some trusts, in some cases up to 6 months, which
was off putting and often led to volunteers losing interest or taking up different volunteer roles
elsewhere. This was particularly an issue for students, often looking to volunteer for a fixed
term or as part of their training and to gain experience.


https://www.tnlcommunityfund.org.uk/news/press-releases/2024-01-08/2024-community-spirit-shines-in-uk
https://www.tnlcommunityfund.org.uk/news/press-releases/2024-01-08/2024-community-spirit-shines-in-uk

Volunteers provide excellent support to MCICs, and managers want to ensure they have
positive experiences and are well supported in dealing with the often sensitive or emotional
issues they deal with. Having capacity to fulfil this effectively is a concern for centre managers
which then impacts on their ability to increase volunteer numbers.

3.9 Health & Wellbeing Checklist

To further gauge consistency of provision, the project lead utilised a health and wellbeing
checkilist, (See Appendix 3) which is a self-assessment tool developed by the National Cancer
team. The NHS Long Term Plan (January 2019) set an ambition to deliver personalised care
for all cancer patients and transform follow-up care, empowering more patients to manage
their care and the impact of their cancer and treatment, and ensuring follow-up care is tailored
to the individual. This has been useful to collect information from centres and to gain a position
statement on nine topics identified by the national cancer team that alliances should aim to
provide, these are:

1 | Information on signs and symptoms of recurrent or progressive disease, including how
to have rapid access back into the system if there are any concerns

2 | Advice on health promotion

3 | Advice on specific pre-treatment interventions to improve symptoms and outcomes
before, during and after treatment

4 | Support to patients to improve confidence and skills to self-manage their condition
e.g., Patient Activation Measures

5 | Support, advice, and services for psychological impact of cancer and its treatment,
including adjusting to life after treatment and addressing fears of cancer
recurrence/progression

6 | Information about complementary therapies that may help facilitate health and
wellbeing

7 | Information, signposting and/or referral for consequences of treatment

8 | Access to financial, benefits and housing advice

9 | Access to work support / vocational rehabilitation including information that patients
and carers can share with their employers

The checklist was completed by each MCIC which provided an indication of areas where
support was consistently provided well within NENC and areas where further knowledge,
support or training could be provided to level up the offers, either from expertise within MCIC
or where external resources could be introduced (see appendix 3) The aim is to repeat the
process as the project progresses to compare scores that may demonstrate areas of
improvement or where further support could be provided, developing the checklist as a tool
for continuous improvement.
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3.10 Chapter 1 in Summary

Engaging with MCIC and connecting with centre managers and their teams has shown a
dedicated and committed workforce, passionate about supporting those affected by cancer.
They understand the patients and carers they support and their needs which is a strong
foundation to build from when considering extending the reach of 1&S to achieve wider
engagement with patients, carers, and community partners.

Across NENC there is a consistent core offer provided by the MCICs to their patients, but there
are several factors that influence how each centre operates, delivers services, and develops
new provision which are often unique to each locality and infrastructure they operate within.

Each centre provides a physical base and clear focal point to visit within a hospital setting and,
through strong Macmillan branding, ensures patients are aware the centres' main objective is
to support anyone affected by cancer. They offer a referral process for trust-based cancer
teams to engage patients with 1&S but are mainly accessed by those already visiting a hospital
site, usually for treatment or appointments. This demonstrates the benefits of having a strong
identity and recognisable presence where patients access treatment and the potential for
becoming the foundation for extended community hubs for cancer, developing innovative
approaches to supporting patients.

Reviewing the data collected highlights the MCICs as an existing network of important assets
and resources providing cancer support across NENC to anyone affected by cancer which is
tailored to their needs. Given the patient facing support and regular interaction it also presents
some of the challenges faced by communities, particularly health inequalities and the need to
extend the reach of I1&S beyond clinical settings or in different formats, to make support more
accessible for those not accessing MCICs.

Supporting Macmillan & Cancer Information Centres

This project has developed a network with MCICs which will continue to be facilitated through
the next phase of the project, promoting the valuable support they provide and working with
them to build capacity and extend community engagement. This collaboration of NCA and

Macmillan has highlighted the potential for MCICs to play an increased role in extending
localised cancer communities to improve access to health and wellbeing support and be more
widely available. By continuing to support MCICs recognition of the importance of good health
and wellbeing will be increased contributing to better outcomes and support for those affected
by cancer.

11



4.0 Chapter 2 — Voluntary, Community & Social Enterprises (VCSE) & Cancer

Communities

North East England - There are reportedly 6,900 Third Sector Organisations (TSOS)
across North East England with an estimated income of £1.48bn, employing in the region
of 37,300 people which represents approximately 3.1% of regional employment. Within
the sector there are an estimated 152,100 volunteers (identified as delivering an average
of six hours support per month), delivering 11 million hours equivalent to 6,600 Whole
Time Equivalents (WTEs). Micro and small TSOs depend almost entirely upon
voluntarily given time.

Source: Third Sector Trends in England & Wales 2022: sector structure, purpose,
energy, and impact — The Community Foundation

The VCSE is diverse and includes a wide range of different organisations which vary across
different parts of NENC therefore each area is unique in terms of VCSE services and support.
There is also a broad range of cancer related charities and organisations operating in different
parts of NENC which vary in size, income, capacity, and geographical coverage — from small,
volunteer led support groups through to large regional and national charities funding cancer
support.

A key focus within the project was how to better align MCICs to their wider communities,
particularly partners in the VCSE, to support the current and future health and wellbeing needs
of cancer patients and carers. Given the increasing multiple and complex needs presented
by patients highlighted in Chapter 1, paragraph 3.4, it is important MCICs can engage with
partners to increase holistic support and ensure diverse needs can be addressed given
increasing pressures on existing resources.

4.1 Mapping VCSE

As part of scoping MCICs, mapping of the VCSE infrastructure in each area was also
undertaken to get an understanding of the extent of support, knowledge, and infrastructure
locally available.

Within most local authority areas there is a Local Infrastructure Organisation (LIO), often
accessing funding from their local council to support the sector, for example offering
information and guidance to the sector in areas such as funding, governance, providing
training and building capacity within the sector. Some areas may have more than one LIO
and provision may differ, and they often represent the sector in that area strategically, for
example on Health & Wellbeing Boards. The table below identifies LIOs within NENC:

Area Local Infrastructure Organisation (L1O)
Community & Voluntary Action Blyth Valley

Northumberland Community Action Northumberland
Northumberland Community Voluntary Action

North Tyneside North Tyneside VODA

Newcastle & Gateshead | Connected Voice

South Tyneside Inspire South Tyneside

Sunderland Sunderland Voluntary Sector Alliance
Voluntary & Community Action Sunderland

Durham Durham Community Action
East Durham Community Trust Ltd.




Stockton Catalyst Stockton on Tees Ltd

Hartlepool Hartlepower Community Trust

Middlesbrough Middlesbrough Voluntary Development Agency (MVDA)
Redcar & Cleveland Redcar & Cleveland Voluntary Development Agency
Tees Valley Tees Valley Rural Action

Further feedback from LIOs highlighted that prior to Covid-19 cancer specific projects or
activities were mainly developed from dedicated funding or grants to target or engage with
those affected by cancer. Post pandemic grants and external funding sources rarely focus on
specific conditions and look to support provision that offers holistic support to reflect the impact
of poverty and disadvantage experienced by communities.

4.2 Working with VCSE Partners
Consultation through the project with both MCICs and the VCSE suggests their connections
aren’t currently strong but there is a clear will to improve this and work more closely.

An online survey with LIOs and MCICs as part of the H&WB project identified:

o LIOs were asked to what extent they are involved or engaged with their nearest
hospital based MCIC; 50% had no engagement, 40% some awareness and 10% in
regular contact.

o 80% responded to say they would be interested in connecting with or working more
closely with their local Macmillan/Cancer Information Centre to improve access to
local information and support.

e 71% of MCICs want to strengthen or improve their engagement with LIOs.

The outcome of this consultation presents strong evidence to improve connections and
collaborative working between the VCSE and MCICs but there are some challenges in
maintaining relationships and community connections. Establishing contacts with the sector,
building relationships, developing referral processes, and maintaining an up-to-date
knowledge and understanding of the local VCSE landscape can be time consuming given the
pace and extent of change in communities. For example, grant funding of community projects
or roles can often be fixed term with challenges to sustain provision when funding ends despite
achieving positive change or outcomes.

4.3 Cancern North

Cancern North is a VCSE network of 150+ organisations currently hosted by Coping with
Cancer North East aimed at engaging with VCSE organisations. It aims to facilitate the
network towards improving quality of life outcomes through personalised care and support for
anyone affected by cancer.

Cancern also represents the VCSE cancer community at the NENC Integrated Care
Partnership (ICP) so will have a strategic role to inform and influence future planning and
working with the sector.

At an event in October 2023 over forty different VCSE organisations attended to contribute
towards Cancern’s plans, and provided an engaging opportunity for organisations to connect
and share information on the support they provide. The next phase is to plan and host a series
of more focused, place-based events to connect VCSE organisations more locally to develop
improved cancer communities in 2024.
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Cancern's steering group is currently developing its strategic priorities having secured funding
from Macmillan. As a member of the steering group, NCA is a key partner in supporting the
progression of the network and it has been a helpful platform to engage with cancer related
VCSE organisations operating within NENC. Cancern provides the opportunity to strengthen
partnerships with the VCSE and connect MCICs to their local VCSE organisations to improve
collaboration of cancer support.

4.4 Secondary Care Engagement with VCSE

Currently much of the engagement by the VCSE with secondary care tends to be associated
with certain Long-Term Conditions (LTC) and are often dominated by larger national or
regional charities. Facilitated through Cancern in October 2023, a consultation workshop with
VCSE organisations aimed to identify some of the challenges, issues, or barriers the sector
experience in working collaboratively with MCICs and hospital services, they included (listed
by volume of response):

o Often depends on where you live as to the support available/postcode
lottery/geographical barriers.

There is no single point of contact to access support.

Complex referral systems.

Data protection.

Capacity within VCSE and increasing volume to avoid developing waiting lists.
Ongoing cost of living issues and crisis situations.

Co-ordinating support of complex issues.

Unsure where to go for help.

Support available beyond treatment.

4.5 Cancer Related VCSE Organisations

Included within the scope of the project was consultation with MCICs and partners in the VCSE
to gauge the extent to which cancer was prevalent as a health issue or a focus of support in
communities. From the perspective of the VCSE and those organisations that responded,
much of the support provided by the sector is more generic around health and wellbeing rather
than specific to cancer or other Long-Term Conditions (LTCs).

4.6 VCSE Funding

An issue highlighted by VCSE partners was the reduced or limited external funding
opportunities available focused on supporting those affected by cancer. Their feedback has
identified that many grants and funders now have more focus on the wider determinants of
health in response to increasing poverty in communities and the cost of living, e.g., debt,
housing, or loneliness, rather than specific health conditions.

Mapping of cancer specific groups and activities within this project also identified a reduction
in local support groups such as cancer cafés, often where patients and carers can access
informal support and can be their first step towards engaging with services outside of clinical
pathways. For example, communities regularly provide support through warm spaces,
connecting to food banks and offering energy advice. The reduced funding on cancer specific
funding and increased focus on economic challenges faced by communities has undoubtedly
contributed to the reduced levels of cancer support, particularly at local levels where access
is often of most benefit.

4.7 Wider Community Engagement — Primary Care Networks (PCNs) & Secondary Care
Providers

As well as VCSE engagement there are further opportunities to create a local cancer
community and to connect with other existing infrastructures. Whilst patients are referred at
diagnosis to MCIC they will also access primary care services as part of their cancer pathway.

14



Within most, if not all, localities there are a range of existing community roles, often working
at grass roots level supporting individuals or building capacity in communities.

Within both the VCSE and primary care there are roles supported through the Additional
Roles Reimbursement Scheme (ARRS) including Social Prescribing Link Workers (SPLWSs),
Care Co-ordinators or Health & Wellbeing Coaches and are part of embedding Personalised
Care in to daily practice. Many of these community focused roles are already connected to
community support and are well placed to contribute towards understanding patient needs,
engaging those affected by cancer with local support but also highlighting gaps in provision.
Within primary and secondary care there are increasing numbers of supporting roles
including Cancer Care Co-ordinators who work with patients to identify and access health
and wellbeing support at each stage of their pathway.

Role Differences Between Social Prescribing Link Workers and Health and Wellbeing
Coaches.

Social prescribing Health and
link worker wellbeing coach

Low Physical & mental
motivation health needs
L mplex social One or more lo Low
[ needs term conditiol confidence
H—} Needs information Frail/ H_J
and support Elderly
Link to Link to
Multiple oordil

wellbeing activities Link to behaviour change

m mental health teams

4.8 Community Settings & Co-location

Data provided by the centres on those attending MCICs in 2022 suggest the highest proportion
of patients (53%) attend as part of treatment and are already attending hospital sites. Further
patient engagement is required to understand and consider other preferred locations to access
health and wellbeing support for those affected by cancer. This may provide opportunities for
increased community partnerships in terms of utilising community venues to provide more
health and wellbeing support within local communities. This also includes how support could
be provided e.g., as information packs, digital resources, or face to face.

15



4.9 Community Outreach/Venues

One of the challenges that has been highlighted in working with MCICs is a lack of budget or
financial autonomy to fund and deliver activities or events in community venues. The difficulty
has arisen in paying for room hire or contributing towards overheads of community locations
to take cancer information and support into communities, either through a lack of budget or
complex financial procedures within trusts. In some cases, this has been a barrier to extending
I1&S through community outreach and working with local community venues to connect
patients to support.

Using community venues to provide Information and Support away from hospital sites has
been researched within the H&WB project looking at other parts of the country that use
different settings such as community centres, wellbeing hubs, shopping centres or joining
other health related events and campaigns. By taking support into communities the feedback
from those providing outreach included:

e Able to engage with those that wouldn’t usually access cancer information centres,
particularly more remote or isolated areas.

Better use of resources through shared overheads and venue costs.

Wider engagement with patients and carers.

Raised awareness about support available to improve health and wellbeing.

More accessible as part of daily routines.

Increased knowledge of effective times and locations to maximise engagement.

Providing Information & Support in community locations can offer increased access to those
affected by cancer by overcoming some of the barriers identified with hospital locations,
including distance, travel, or cost and those with limited or no digital access. This learning will
be considered in the continued support for MCICs, working with local partners and community-
based roles to engage in more community provision increasing outreach opportunities offering
health and wellbeing support around cancer.
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4.10 Chapter 2 in Summary

Working with community organisations and the wider VCSE can bring added value to MCICs
but also more diversity in the services they can provide to those they support. As resources
nationally, regionally, and locally continue to reduce but pressures on services continue to
increase it is important to make best use of what is available and work collaboratively to meet
the needs of communities. The connections to local VCSE services each MCIC have
developed to date, will be a significant element in achieving and sustaining this project's aims
and proposals.

Consultation with the MCICs identified a desire to increase community engagement and
working more closely with VCSE but the ability to initiate then sustain this was limited due to
pressures on existing resources and delivering daily support to those accessing MCICs.
Funding to support improved engagement is limited both from within trusts, often competing
against other priorities and clinical services, and from partners and other stakeholders,
including Macmillan and NCA.

The range of VCSE resources or other services and support highlighted in this chapter
identifies opportunities where knowledge and expertise can be pooled to offer further holistic
support to those affected by cancer.

Building Capacity

To achieve broader engagement with the VCSE the next phase of this project will continue to
work with Cancern North as an important voice of the sector, supporting the growth and
expansion of the network. Their strategic involvement within NENC offers engagement with
VCSE organisations supporting those affected by cancer to effectively connect and build

relationships with MCICs within their localities.

Further capacity building will include improving partnerships with relevant PCN teams through
existing NCA and Integrated Care Board (ICB) links to generate more connectivity of support
to those affected by cancer across primary, secondary and community care.

17



5.0 Chapter 3 — Digital Inclusion & Access to H&WB Information

The North East and North Cumbria face levels of digital exclusion higher than the
national average, while also facing the highest proportion of limited users (those who use
computers and the internet, but do not have the skills and confidence to make the most
of digital technology for work and personal life) in the country. With health and care
becoming increasingly digitalised, this poses a risk of isolating a substantial part of the
population, often those who are likely to have lower health outcomes in the first place.
There Is an ongoing concern that continuing to move services online is going fo widen
existing inequalities and impact those who are isolated, marginalised, or experiencing
multiple and complex needs the most.

Source: Making health and care digitally inclusive. A review of policy and literature around
digital inclusion in health and care 2022 - Academic Health Science Network.

5.1 Health & Wellbeing

NENC has some of the highest levels of digital exclusion which could potentially increase
health inequalities but there is also within NENC a proportion of the population that are able
to access resources online and have the skills and equipment to do so. It is therefore important
to address both sets of needs.

Digital Exclusion in the North East (Sep 2021)

Source: North East Local Enterprise Partnership

Indicator North East* England Ave.
Proportion of people offline 8% 5%
Proportion with low levels of digital engagement 32% 28%
Confidence in using the internet 83% 86%
Digital skills improvement during Covid 23% 29%
Passive and uncommitted internet users 32% 20%

*Does not include North Cumbria

Promoting digital access to information and support through the project has given additional
choice and access to new resources which have been developed to make health and
wellbeing information available at the right time for those affected by cancer, and accessible
when it best suits their circumstances at whatever stage of their cancer experience.

A national NHS Digital project in 2020 suggests digital inclusion is key to tackling health
inequalities and is essential for people’s health and wellbeing. Providing information
digitally to support health and wellbeing can improve access to resources, for example
people with internet access in isolated or rural locations could find out about information
and support about services they may not have been aware of. However, it is important to
ensure barriers to digital inclusion continue to be considered and addressed to avoid
inequalities increasing, as well as providing choice and personalised care to meet patient
needs. Digital services should therefore be seen as part of the suite of service offers rather
than a universal solution.

Source: NHS Digital
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5.4 Cancer Care Map

Cancer Care Map is an online resource that aims to make information and support for those
affected by cancer more widely available, including patients, carers, professionals, and the
wider workforce. This is an existing directory of services for both cancer related and general
information which can provide details of local services or organisations by postcode and that
is regularly reviewed to ensure links remain active and information is updated.

The H&WB project supports a quarterly steering group which now extends to a range of
stakeholders within cancer services, VCSE providers and local authority representation from
across North East & North Cumbria. The support and interest in promoting Cancer Care Map
continues to grow and is increasingly being integrated into existing online resources which
ensures there is better synergy of resources e.g., Cancern North are establishing a digital map
for their members, and has been incorporated into the newly developed patient and carer site
developed by Northern Cancer Alliance, My Wellbeing Space.

As digital analysis of searches for support across NENC becomes available through My
Wellbeing Space, by tumour group or type of support, in the longer term the steering group
will aim to use this information to understand where potential gaps in provision may emerge
and work collectively with relevant stakeholders to respond to meeting identified needs. The
steering group is also providing a useful platform to:

¢ Network with other organisations to co-ordinate digital resources.

¢ Avoid duplication of digital directories ensuring they complement existing local options.

o Extend the reach of sharing information and promoting the benefits of Cancer Care
Map and digital resources to wider communities and stakeholders.

5.5 My Wellbeing Space

This is a new website based on a platform which was originally designed as a digital
application by County Durham & Darlington Foundation Trust for patients to download or
access support linked to health and wellbeing and cancer. The development of the App
included significant patient input and feedback to inform the structure and content which has
been retained in the development of the website. Content and topics included on the site have
also been informed by outcomes of the Quality of Life (QOL) survey.

My Wellbeing Space (mywellbeingspacenca.nhs.uk)

@ Health and Wellbeing Map Feedback

my
Wellbet‘l An online resource designed by Ii Z:EI
g patiewts amd carers gor patients and carers Northern
Space Cancer Alliance

\ 4

#tello... MyWellbeing Space has been

developed to help you during and
after cancer treatment by providing
good quality information and
support, whenever you need it.

Share My Wellbeing Space on ° °
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https://mywellbeingspacenca.nhs.uk/

The aim is to provide a website that collates useful videos, resources, information, or
organisational links on common topics experienced by those affected by cancer within one
place that is easy to navigate, given the complexity of searching for support and the wide
range of organisations available. The site will be under regular review and development as
new topics for support emerge from users, national surveys, regional analysis, and
organisations on topics experienced by those affected by cancer.

To ensure personalised care becomes ‘business as usual’ we need digital approaches that
meet users’ needs and enable and accelerate its spread, whilst maintaining and adding
value to the fundamental relational approach that personalised care represents. This
includes ensuring that we have the digital services, platforms, infrastructure, and standards
in place that will enable interoperability across care settings and meet the significant
increase in people who will need personalised care over the next 10 years. At the same
time, personalised care supports people to be empowered to participate in their health and
care using digital services that meet their needs, target prevention, and offer a
personalised experience.

Source: NHS England — Personalised Care/Digital to Support Personalised Care

20



5.6 Chapter 3 in Summary

Providing health and wellbeing digital resources should be a key part of improving access to
information and support and in making it more widely available. This reflects the increase in
other digital health-related support being made available and the increasing proportion of the
population that are digitally active. The positive outcomes of this in relation to delivering
cancer services and contributing towards improved health and wellbeing include:

¢ For patients that may need to travel to different locations for treatment that may not
be local, digital solutions can provide access to information and support more
conveniently, at any point from diagnosis, through treatment to living with and
beyond cancer.

e Access can be away from clinical environments and allows those affected by
cancer to look for information and support when they feel best placed to seek
advice.

e An effective referral option for cancer teams to signpost and connect patients and
carers with new or different types of support e.g., online peer support, podcasts
etc.

e Potential for increased capacity within centres as more patients or carers opt for
accessing digital information and support.

e Empowering patients to take more control or responsibility for their own health and
wellbeing where appropriate.

o Efficiencies can be gained in reduced hard copies of leaflets or literature as well as
the positive environmental impact.

Digital Access to Health & Wellbeing Support

Digital access will continue to be a core issue of the next project phase in improving access
to health and wellbeing support as part of the range of access options, also recognising digital
inequality within NENC. Towards achieving this the project will engage with the ICB digital
strategy to advocate for those affected by cancer to further improve access to cancer services.

Digital opportunities will continue to develop through improved analysis of levels of digital
access and increased use in patient engagement to understand trends, emerging themes and
gaps in health and wellbeing support, making digital resources a tool to plan and adapt future
services.
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6.0 Chapter— 4 - Health Inequalities

"There can be no more important task for those concerned with the health of the
population than to reduce health inequalities.” Prof Sir Michael G Marmot

Throughout the delivery of the project, health inequalities have been a cross cutting theme
emerging as an important aspect of the project plan. Health inequalities are systemic, unfair,
and avoidable differences in heath across the population and between different groups. They
arise because of differences in the conditions in which we are born, grow, live, work and age.
Consideration of health and healthcare inequalities is vital when thinking about the ability of
cancer patients and carers to access services.

All Stage Lung Cancer
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A report by Cancer Research UK in 2020 estimated that across the UK, more than 30,000
cases of cancer are attributable to socioeconomic deprivation. That’s equivalent to more
than 80 diagnoses per day which could be avoided.

Source: Cancer in the UK 2020: Socio-economic Deprivation (cruk.org)

6.3 Accessing Health & Wellbeing Support

Health inequalities are an important consideration in developing opportunities to make health
and wellbeing information accessible and more widely available. Based on the project
findings, the main barriers for people affected by cancer to access information and support
include:

e Awareness of information support available.

o How/where to access support as navigating can be overwhelming.

¢ Experiencing multiple and complex issues including social and economic - managing
health alongside wider determinants such as housing or finances.

e Recognising the importance of health and wellbeing in cancer which can lead to better
patient outcomes.

e Digital exclusion - including skills, equipment, and costs in accessing online
information and support.

e Financial impact of living with cancer.

A national survey conducted for ITV News shows 56% of people living with cancer have
missed hospital appointments because they can'’t afford to miss work or because of the
rising fuel prices. Nearly half (48%) said they are considering stopping treatment early.
The survey also shows 69% of patients are considering returning to work earlier than
advised because they’re worried about being able to afford getting by each day.
(November 22)
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6.4 Chapter 4 in Summary

Health inequalities are increasingly part of everyone’s awareness but not always everyone’s
area of expertise. The scale of challenges within NENC given the high levels of deprivation
can be overwhelming but highlights the importance of engaging with those most distanced
from support to identify and understand the barriers to access. In that way services can be
planned better to consider wider issues but also working in partnership to consider the broader
health and wellbeing of patients and carers, particularly as many organisations have
experienced increased demand and pressure on their services.

Addressing Health Inequalities

The project steering group will ensure the health inequalities experienced by those affected
by cancer will align to NENC strategic approaches to tackle the challenges faced. Connecting
to approaches at ICB level by highlighting targeted health inequalities projects and sharing

new areas of development by MCICs will demonstrate how cancer services are learning and
responding to better support our communities and improve outcomes for those affected by
cancer. Better access to health and wellbeing support is essential in contributing to reducing
health inequalities in cancer.
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7.0 Chapter 5 - Patient Involvement & Engagement

Throughout the project a codesign approach towards patient and carer involvement has been
fundamental towards ensuring the project is able to respond to both current and future needs.
To achieve this patient involvement has been incorporated into the work plan through:
e Lay representation on the project steering group.
¢ Regular attendance and updates to Public Involvement Accountability Forum (PIAF).
¢ Analysis of National Cancer Patient Experience Survey (NCPES) data relating to
health and wellbeing provision.
Findings from Quality of Life (QoL) survey.
Community consultation events on digital access in disadvantaged areas.
Patient feedback from MCICs.
Links to patients through Cancern members and using their local knowledge.

Each of these will continue to form part of the project framework to better reflect what those
affected by cancer need support with and maximise opportunities for them to access that
support. Patient engagement and consultation, along with more diverse representation, need
to be regular and sustained to improve understanding of changing needs and to be aware of
external influences. This enhanced sensitivity is a priority that is worked hard on within all the
services described within this report but there is recognition that more needs to be done across
NENC.

For example, the cost-of-living crisis has significantly impacted on cancer patients and
carers with increasing numbers of patients seeking support with benefits and financial
support. This led to resources from Macmillan funding benefits advisors via MCICs which
aligns with health inequalities in chapter 4, ensuring barriers to access aren't increased but
support adapts to issues cancer patients experience.

7.1 Further Patient Engagement

To truly reflect patient needs and design and deliver support that engages with more people
affected by cancer, particularly those that are more marginalised with multiple barriers to
access, it is important the next phase of the project:

e Ensures a broader mix of views and feedback from more diverse communities and
their experiences of cancer for wider representation.

e Can measure and highlight effective access to information and support i.e., online,
face-to face, community locations and what are the implications of this in service
planning and delivery.

e |s aware of current and emerging health and wellbeing needs of patients and carers
affected by cancer to help identify gaps in support.



7.2 Chapter 5 in Summary

Understanding views about cancer from patients, carers, family members or anyone affected
by cancer will improve services for all patients alongside existing measures including National
Cancer Patient Experience Survey (NCPES) and Quality of Life (QoL) Survey. To ensure
health and wellbeing information continues to develop and reflect patient need, patient
involvement through co-design is essential to inform service planning and to understand future
needs.

Working with those affected

_ by cancer (patients, carers,
Co-design ‘ families), MCIC, VCSE and
partners from design to

delivery.

Increased community engagement using a co-design approach with those affected by cancer
and supporting those affected by cancer should enable patient experience feedback to be
meaningful and relevant. Any feedback should reflect the communities that need support
using different approaches to collect informative and continuous patient feedback, including
from underrepresented or marginalised communities aligning with other organisations that
focus on specific patient groups e.g., veterans, older people, LGBTQ+ etc.

Improving Patient Involvement & Engagement
Hearing directly from those affected by cancer about their needs, issues or what would

improve their experiences will be firmly embedded into improving access to health and
wellbeing support in the next project phase. Using new approaches and digital tools to extend

patient engagement and working alongside existing approaches in Trusts and with VCSE
partners, increased and more diverse responses will be collected to identify how those
affected by cancer prefer to access support and identify the type of support they need.
Feeding this into cancer community networks will help to plan provision around local
preferences and address barriers to access.
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8.0 Cross-Cutting Themes and Wider Strategic Context

The chapters within this report have focused on themes that emerged through the delivery of
the project and are fundamentally relevant to the project's aims and proposals. There are
however several cross-cutting themes or wider strategic developments that have also been
identified that need to be considered as part of the wider context of any related MCIC service
development, these include:

8.1 Major Conditions Strategy — Having access to good long-term care is essential
to improve quality of life both for people living with the consequences of cancer
treatment and for people living with cancer. NHSE is committed to providing every
cancer patient access to a clinical nurse specialist or other support worker, and access
to personalised care, including a needs assessment, a care plan and health and
wellbeing information and support. As the strategy evolves over the next five years
the project will align to the developments proposed for cancer with reference to health
and wellbeing.

Major conditions strateqy: case for change and our strategic framework (www.gov.uk)

8.2 Macmillan Strategy Strategic Alignment of MCICs - This project has refreshed
and broadened the awareness of the important role of MCICs as a pivotal contact point
in achieving better outcomes for those affected by cancer in collaboration with other
partners and stakeholders as an important part of the wider cancer support offer. Being
able to demonstrate this impact is essential towards continued improvement but also
sustaining health and wellbeing provision and strategic support.

8.3 Future Planning/Considerations - More people than ever before are surviving
cancer: the number of people living with and beyond cancer in the UK is predicted to
grow from 3 million in 2020 to 5 million in 2040. As such, more people are living with
the consequences of cancer treatment or are managing their continuing symptoms.
Understanding how to improve the quality of life for this growing population is therefore
an increasingly important part of cancer service delivery. (NHS Long Term Plan)

8.4 Palliative & End of Life Care - Most MCICs already engage with or work closely
with their local hospices, on average 20% of those accessing MCICs do so during
palliative care. As important service providers in communities, local hospices are
resourceful charitable organisations as well as experienced in fundraising and
supporting volunteers in the care they provide to patients, carers, and families. It is
recommended partners providing care and support within these organisations are
further engaged to improve joint working with hospices and understand patient
experience, as well as being community partners to extend outreach opportunities.
This will be in partnership with Cancern and the EOL Network at an NENC level.


https://www.macmillan.org.uk/about-us/what-we-do/research/cancer-statistics-fact-sheet
https://www.macmillan.org.uk/about-us/what-we-do/research/cancer-statistics-fact-sheet

9.0 Conclusion

This H&WB project aimed to identify how to make health and wellbeing information and
support more accessible to those affected by cancer, working with MCIC to understand their
structures and how they operate and aligning more with the communities around them and in
particular their local VCSE organisations. It has provided valuable insight from a Trust and
patient perspective, as to how current MCICs in NENC provide information and support, and
improved understanding of the current challenges. The report has focused on five key areas
that emerged in delivering the project work plan, providing details of the findings, a summary
of relevant issues and proposals to continue improving access and availability of health and
wellbeing support in cancer. The five areas are:

1. Working with and supporting MCIC

2. Aligning to Cancern North and wider VCSE within NENC
3. Digital Inclusion

4. Health Inequalities

5. Patient Involvement and Engagement

The project has collected information and data that gives an overview of the current NENC
infrastructure for cancer support services. This has highlighted the breadth and depth of the
challenges identified in chapter 1, including staffing, volunteers, centre layout and space,
patient travel and working within different hospital trusts, in making support more accessible
and the importance of understanding the context of cancer MCICs within different areas and
the communities they support. This offers opportunities to pilot different approaches to
improve access to support, for example providing services in rural communities or using a
broader range of community venues to trial different patient engagement methods.

What is very clear is the network of MCICs are valuable assets and resources providing
essential support to cancer patients across NENC despite the challenges they face. Whilst
the project has identified a core offer available in all MCICs they are all unique in terms of
additional support. Centre mangers and their teams are well placed to identify and initiate new
opportunities to improve and extend access to patients but with responsibility for centre
management, staff, volunteers and responding directly to patient needs, the ability to mobilise
and sustain this is difficult. This highlights the strong position and further potential for MCICs,
given investment, to build on their community focus, increase their partnership working and
thereby deliver support into communities to make I&S more accessible.

Ideally increased capacity is needed within MCICs to initiate and develop new partnerships
and create a more community focused infrastructure that supports the health and wellbeing
needs of each cancer community. As already highlighted, resources to achieve this are limited
and are often based on non-recurrent funding, leading to short term interventions and
therefore sustainability in the longer term must be considered.

In summary the project has highlighted the importance to patients of accessing health and
wellbeing support and the opportunities for MCICs to contribute towards better outcomes for
cancer patients. Whilst new or additional capacity and resources may be limited the project
has identified existing infrastructures that provide a good foundation to better co-ordinate local
cancer services. Improving access for patients to those services can be achieved through
effective partnership working and given the strong identity of MCICs within cancer services
and with their connections already in place, they can have an even more pivotal role in
achieving improved patient experience.
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10.0 Continuing to Increase Access to Health & Wellbeing Support in Cancer

Whilst the project has provided a good overview of MCIC cancer services and support across
NENC there is still much to do to continue improving access for those affected by cancer to
health and wellbeing support and responding to changing patient needs. In recognition of this
and based on the learning to date the project has been extended by a further two years up to
March 2026 through funding from Macmillan. In the second phase of the project the focus will
shift from mapping, analysis and understanding to providing more practical support to aid the
MCICs to explore working with their local communities in the most efficient and effective way.
Key elements of phase 2 will be:

10.1 Project Work Plan - Within each chapter proposals have been identified based
on the project findings relevant to each theme identified. Working with the project
steering group these will form a work plan to deliver the next phase. The work plan
will continue to be facilitated by the project steering group co-ordinated by the Health
& Wellbeing Delivery Lead to maintain connectivity with partners and networks already
established, particularly with the MCICs. Appendix 4 provides a self-assessment guide
which aims to initiate the work plan with each Trust, MCIC and supporting structure
and consider the different stakeholders involved in working towards each
recommendation and suggested action.

10.2 Health Inequalities - Based on the last two years of delivery, this phase will have
an increased focus on identifying and addressing health inequalities for those affected
by cancer, including more targeted approaches, working with MCIC and partners to
better respond to barriers in accessing I1&S. New projects and areas of development
will be tracked and monitored within the agreed work plan to measure progress and to
share learning to implement further approaches in reducing health inequalities and
improving access to 1&S.

10.3 Supporting MCIC - The capacity to implement new initiatives and extend
services by MCICs is limited due to increasing patient numbers and the subsequent
burden on operational management. Therefore, the H&WB project and partners will
continue to support MCICs and assist in building broader cancer networks, increasing
capacity, and offering more holistic, sustainable support for those affected by cancer
by continuing to connect with partners and other agencies. MCICs form an important
part of cancer services in secondary care and are well placed to be pivotal in increasing
community engagement. This project seeks to build upon this, so that the MCICs can
be recognised as centres of excellence in supporting those affected by cancer but also
knowledgeable resource centres for the wider community.

10.4 Improving Consistency - One of the project aims in phase 1 was to consider
how to address and improve consistency in the support offer for those affected by
cancer available through MCICs across NENC. The project findings have highlighted
the different elements of MCIC that influence their provision, such as location, floor
space or capacity, and due to differences with each of these elements, consistency
will always fluctuate. Phase 2 will build on opportunities already identified to measure
and improve consistency of services e.g., by using the health and wellbeing checkilist,
engaging with new developments and improved networking between MCIC.
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10.5 Developing a Localised Cancer Community Network — In scoping cancer
services and support and working with the MCIC, there is an existing cancer
infrastructure within each area mainly comprising of secondary care, primary care, the
VCSE and local authority, through public health and in providing social care (see
diagram below).

Stakeholders in Localised Cancer Infrastructure

Local |
Authority

Patients and carers are likely to access or be in contact with most if not all those
settings at different times as part of their cancer diagnosis and subsequent treatment
wherever they live. Anecdotally we know that engaging with different organisations
can be confusing and difficult to navigate for patients on top of living with cancer and
the impact on their lives. Through the emerging work plan from the project proposals
the project aims to in phase 2 to improve the connectivity between organisations from
a patient perspective, using existing resources and working with partners, to offer
better and more consistent access to health and wellbeing support within an improved
cancer community network.

Cancer Community Network

Secondary
Care MCICs

Patients
VCSE & &

Community
Outreach

Primary
Carers Care/PCNs

Health
Champions

LA/Public
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10.6 Community Engagement Framework - The variance of MCIC offers, i.e., their
locations, staffing, capacity, and volume of patients means it would be challenging to
recommend a model or approach that could be easily adopted consistently within each
area. More recently as some centres have had significant staff changes and are
looking to re-establish services it means that each of the 12 centres and their teams
are at different stages of development. To align more closely and increase links and
partnerships with VCSE organisations a Community Engagement Framework will be
developed in Phase 2 which aims to provide a structure that can be adapted for each
MCIC.
Those more established centres will have existing links and connections with the
VCSE, and others may have limited engagement so far. The framework will provide a
matrix to record and monitor the extent of VCSE engagement in cancer support across
NENC providing guidance on achieving this, including a phased approach to reflect
the different stages of development for each MCIC. The framework will be
implemented and co-ordinated by the H&WB Delivery Lead, supported by the existing
network of MCICs. It will provide an approach which aims to establish and track:

e continued improvement and broader access to health and wellbeing information

for cancer patients and carers

¢ an extended community cancer infrastructure for each MCIC
¢ increased VCSE and community involvement in cancer services and support

e improved use of community assets and resources within localities through better
co-ordination of provision.

Summary

The NHS Long Term Plan for cancer states that "where appropriate every person diagnosed
with cancer will have access to health and wellbeing information and support.” Phase 2 of this
project will therefore use the learning and analysis in this report to continue increasing access
to health and wellbeing support to those affected by cancer in NENC, aligning to national

priorities.

Through partnership working and community engagement the next phase will focus on health
inequalities to deliver cancer services that are responsive to patients and planned to support
increasing numbers of those living with and beyond cancer.
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Appendix 1

H&WB Project Steering Group members:

Name Role Organisation

Andrew Copland Programme Manager Northern Cancer Alliance
Annie Dolphin Lay Member Northern Cancer Alliance
Clare Doney Clinical Lead for Personalised Care Northern Cancer Alliance
Jackie Jamieson Health & Wellbeing Delivery Lead — Northern Cancer Alliance

Personalised care

Tina Thompson Partnership Manager — North East & Macmillan
North Cumbria

Kieran Conaty Partnership Manager — Durham, Macmillan
Darlington & Teesside

Bianca Cipriano Macmillan Partnership Manager Macmillan
(Information & Support and Money &
Work)

North of England Geography




Appendix

Macmillan Centre: |

Information Summary

Lead Contact
Telephone

Email
Website
Facebook Twitter Instagram Tik Tok Other
Social Media
Address
M T W T F S S
Opening Hours

Branding

Other sites/Satellites

Community Space

Location Summary

Staffing/Resources

Team/Structure

Clinical

Non clinical

Funding Sources

Access

Patient Support

Patient Information

Carers/Families

Information & Advice

Referral Sources

Data Collection

Source/Methodology

Footfall/Patient Access

Demographics/Pt Profile

Monitoring/Reporting

Partnership/Networks

Interaction with Trust
e.g. Pathways/QA

Macmillan Centres

VCSE

Othere.g
SPLWSs/Primary Care

Volunteers

Recruitment

Training

Roles

Numbers

Activities

Support Groups

Benefits Advice

Activities

Online Support

Other (if applicable)
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Appendix 3

Health & Wellbeing Information & Support Checklist (HWBIS)

The intension of the checklist is to cover some core areas which every Cancer Alliance should
ensure are available and aims to ensure comprehensive and accessible HWBIS is provided
for all people affected by cancer from diagnosis onwards.

The checklist was completed by each centre within NENC across nine different themes and
through the self-assessment scoring, identified an average score for each. For those themes
scoring the lowest (highlighted below) resources and information were disseminated and there
was an opportunity to connect centres to share knowledge and information to level up support
across the region.

Checklist Section Ave % of
Max score

Information on signs and symptoms of recurrent or progressive disease, including how to have rapid access back into the 70 3
system with any concerns

Advice on health promotion 67 4
Advice on specific pre-treatment interventions to improve symptoms and outcomes before, during and after treatment 57

Support to patients to improve confidence and skills to self-manage their condition e.g., Patient Activation Measures 61 7
Support, advice and services for psychological impact of cancer and its treatment, including adjusting to life after treatment 64 6
and addressing fears of cancer recurrence/progression

Information about complementary therapies that may help facilitate health and wellbeing 71 2
Information, signposting and/or referral for consequences of treatment — does the team offer specific HWBIS to address 64 5

consequences of treatment for patients on your pathway

Access to financial, benefits and housing advice 91 1
Access to work support / vocational rehabilitation including information that patients and carers can share with their 60 8
employers
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The recommendations and actions below are aimed at the range of stakeholders involved in
the Health & Wellbeing Project. Effective implementation will require a mix of different leads
or combinations of partners to best facilitate achieving them. You are asked to consider your
response to these and with whom you would need to work locally to achieve them. Please link
with the H&WB project lead as required.

Recommendation

Support network
across NENC MCICs

Suggested action

Continue to meet as a group of MCIC
managers, sharing good practice and
providing mutual support

Self-
assessment

Provide outreach
support beyond the
Information Centre

Consider ways to extend the offer of
HAWB into the wider footprint of the
hospitals served and into community
settings

Broaden engagement
with the VCSE and
Cancern

Ensure local connections are in place
with a regular forum to collaborate and
connect about HAWB service delivery

Build capacity and
resilience into the
MCIC core teams

Assess whether the existing workforce
and opening hours enables equitable
delivery of support across the
demographic served by the MCIC

Improve access to and
awareness of digital
resources

Reviewing capacity to deal with shift to
digital interaction without increasing
health inequalities

Use of digital
signposting to partners

NENC wide collaboration to streamline
processes to refer to VCSE

Understand local HlI
data to inform targeted
approach to I&S

Engage with PCNs and their use of
Population Health Management in
support of targeted approaches in
cancer to reflect local priorities

Undertake more
community focused
engagement

Identify and develop further bespoke
projects connected to MCICs and
patient data to target
underrepresented communities at
local level.

Increase patient
experience feedback
to include more
diverse responses.

Continued use and analysis of results
of cancer patient surveys e.g., NCPES
and QoL. Gathering local voices and
experiences that are representative of
the local community.

Aspire to use a co-
design approach to
service improvement.

Work with local patient representatives
when considering service redesign or
change.

Please note these recommendations are not exhaustive but aim to provide a summary of the
key actions emerging from the delivery of the Health & Wellbeing project to form the next
phase delivery plan. It is anticipated that you will want to develop your own additional local
actions in response to the recommendations.
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Glossary of Terms

ARRS Additional Role Reimbursement Scheme

CCC Cancer Care Co-ordinators

H&WB Health & Wellbeing

H&WBIS | Health & Wellbeing Information & Support

HI Health Inequalities

&S Information & Support

ICB Integrated Care Board

LIO Local Infrastructure Organisation

LTC Long Term Conditions

MCIC Macmillan & Cancer Information Centres
NCA Northern Cancer Alliance

NCPES | National Cancer Patient Experience Survey

NENC North East & North Cumbria

PCN Primary Care Network
PIAF Public Involvement Accountability Forum
QoL Quality of Life

SPLW Social Prescribing Link Worker

VCSE Voluntary, Community & Social Enterprises

VONNE | Voluntary Organisations Network North East
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