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Foreword

The landscape of neurological and complex care is evolving rapidly, shaped by longer life expectancies,
increasingly complex health conditions, and a growing demand for specialised support. Healthcare systems
across the UK face mounting challenges in meeting these needs - challenges compounded by regulatory
fragmentation, workforce shortages, and resource allocation inefficiencies.

This report draws directly from the insights and lived experiences shared during a recent roundtable
discussion with experts across the sector. Participants included clinicians, care providers, policymakers,
and individuals with lived experience, whose collective perspectives have informed the themes, findings,
and recommendations presented here.

Through their contributions, this document highlights both the barriers currently hindering progress and
the innovative approaches already emerging - particularly in areas such as technology integration, data
sharing, and person-centred care. Their voices underscore the urgent need for stronger collaboration
between healthcare providers, social care professionals, regulatory bodies, and policymakers.

At the heart of this report is a clear message: a patient-centred approach must remain the cornerstone of

neurological and complex care. By addressing systemic gaps in workforce training, funding mechanisms,

and the integration of care services, we can create an environment where individuals with complex needs
are supported to live fulfilling, independent lives.

This report is both a call to action and a roadmap. It provides practical steps toward a more inclusive,
responsive, and compassionate healthcare system - one that truly meets the needs of those living with
neurological and complex conditions.

Chair:

Martin Green - Chief Executive, Care England

The Panellists:

Jonathan Beebee - Founder, PBS4

Davina Jones - Head of Policy, Influencing and Social Change Programmes, BrainKind

Dominique St Clair Miller - Director of Healthcare, Cygnet Healthcare

Sarah Perez - Managing Director, Adult Care, Priory

Lesley Pope - Chair, Independent Neurorehabilitation Providers Alliance (INPA)

Mike Ranson - Chief Commercial Officer, National Care Group

Matt Rowet - Consultant Neuropsychiatrist, Cygnet Healthcare

Cath Stanley - Chief Executive, The Huntington’s Disease Association

Elizabeth Stoppard - Rehabilitation Medicine, The British Society of Rehabilitation Medicine (BSRM)

Claire Sutton - Head of Independent Health & Social Care, RCN

Lynette Walker - Head of Quality and Compliance, Right at Home UK
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Executive Summary

This document provides a comprehensive overview of the key challenges and opportunities within
neurological and complex care, with a focus on the regulatory, workforce, funding, and care delivery issues
that affect the sector. It also highlights emerging trends and innovations aimed at improving care outcomes,
particularly for individuals with complex or neurological conditions.

Key Challenges:

® Regulatory Barriers and Fragmentation: The current regulatory framework presents significant
challenges to care delivery, particularly due to misalignment between strategic commissioners - such as
Integrated Care Boards (ICBs) - and regulators like the Care Quality Commission (CQC). Providers are
often caught between differing expectations: ICBs may require specific service registrations that the CQC
does not readily approve, leading to confusion and delays in service provision. This disconnect places a
considerable burden on providers, who are subject to multiple inspections from both regulators and
commissioners, each applying distinct frameworks and criteria. The resulting administrative load and
lack of coordinated oversight can drive experienced providers out of compliance and disrupt continuity
of care. In addition, rigid diagnostic classifications further exclude individuals whose complex needs do
not fit neatly into predefined service categories, reinforcing gaps in access and support.

® Workforce Shortages and Training Gaps: The nursing workforce, particularly in social care, is facing
significant shortages, exacerbated by the remouval of training bursaries and a lack of funding for
advanced roles. Many care providers struggle to invest in necessary training, and there is insufficient
data on workforce distribution, making it difficult to address gaps in care provision.

@ Funding and Resource Allocation Issues: Despite substantial NHS funding, resources often fail to reach
frontline services efficiently. Policy decisions often overlook the perspectives of frontline workers,
resulting in service disruptions and destabilisation of the workforce. There is a critical need for more
trategic resource allocation to ensure timely delivery of care.

@ Fragmentation and Regional Disparities: Healthcare services are often fragmented across regions,
creating a “postcode lottery” where access to care varies widely. Local solutions and tailored approaches
are required to address these disparities and ensure equitable care for all patients.

Emerging Trends and Innovations:

@® Technology and Al: Artificial Intelligence and robotics offer potential to streamline administrative
tasks and support patient independence. However, concerns remain about the integration of these
technologies, with past challenges in technology adoption raising questions about their effectiveness
within the existing healthcare framework.

@ Person-Centered Care and Integration: Moving beyond institutional silos to a more holistic,
person-centered approach is crucial for providing effective care. Healthcare systems must better
integrate services across sectors, focusing on the unique needs of individuals and ensuring that care
is coordinated across all levels.




Recommendations:

@ Improved Regulatory Coordination: Streamline regulatory processes and ensure better alignment
between bodies like ICBs and CQC to reduce care disruptions and improue service continuity.

® Enhanced Workforce Development: Invest in specialised training, advanced career pathways, and
better data collection to address workforce shortages and improve care delivery, particularly in social
care and neurological settings.

@ Strategic Resource Allocation: Reevaluate funding distribution and ensure that resources reach frontline
services effectively, with a focus on community-based care and long-term patient outcomes.

@ Utilise Emerging Technologies: Integrate Al and other technologies thoughtfully into healthcare systems
to enhance care delivery without disrupting existing workflows. These tools should complement human
expertise, not replace it.

@ Tailored Local Solutions: Recognise the unique needs of different regions and develop localised care
solutions that address the specific challenges and resources of each area, ensuring more equitable access
to services.

In conclusion, addressing the challenges in neurological and complex care requires a collaborative, holistic
approach. By improving regulatory frameworks, enhancing workforce training, and integrating innovative
technologies, healthcare systems can better support individuals with complex needs and ultimately
improue care outcomes.




Key Challenges in Neurological
and Complex Care

Regulatory Barriers and Fragmentation

The current regulatory framework disrupts care delivery, particularly due to the misalignment between
Integrated Care Boards (ICBs) and the Care Quality Commission (CQC). Providers seeking additional
registrations for complex care services are often rejected by the CQC, despite these accreditations being
required by ICBs. This regulatory conflict forces long-standing providers out of compliance, leading to
unnecessary patient transitions and instability. Furthermore, rigid diagnostic categorisation limits eligibility
for services, excluding individuals whose needs don't fit predefined classifications.

Workforce Shortages and Training Gaps

A significant challenge in social care is the lack of specialised training to manage complex neurological
needs. Essential skills training, such as respiratory care and neuro-specific support, which once existed in
inpatient settings, is now diminishing. As a result, many individuals who could live in the community are
being kept in hospitals due to workforce capacity issues. There is a critical need for structured career
pathways and professional recognition to elevate social care and improuve patient outcomes. Additionally,
there is a concerning lack of knowledge among healthcare professionals regarding rare neurological
diseases, such as Huntington’s Disease, leading to delays in diagnosis and ineffective treatments.

Funding and Resource Allocation Issues

Despite substantial NHS funding, resources often fail to reach frontline services effectively, creating delays
in hospital discharge and community care placements. Housing shortages for individuals with complex
needs further contribute to long delays in securing appropriate living arrangements. Policy-level funding
decisions are often made without consulting frontline workers, destabilising service continuity and
workforce morale. A more strategic approach to resource allocation is needed to ensure that the right
resources reach the right services at the right time.




People with Huntington’s disease exhibit severe mental health
symptoms, yet they’re denied access to mental health services
because it’s classified as a physical condition. They fall through the
cracks of the system.

Cath Stanley - Chief Executive, The Huntington’s Disease Association

Mapping and Local Solutions

Healthcare systems must recognise the unique needs of different regions. A tailored approach based on
local community profiles, resources, and healthcare availability is crucial to addressing disparities in care
access. Mapping out available resources and developing region-specific solutions will help improve service
delivery and overall health outcomes.

Postcode Lottery

A significant issue in care delivery is the regional disparity in healthcare services, often referred to as the
“postcode lottery.” Some areas offer high-quality services, while others suffer from a lack of essential
resources. Addressing this inconsistency is crucial to ensuring equitable access to services, so all patients
receive the care they need, regardless of geographic location.

Stocktaking of Available Services

Many services for complex or rare conditions exist but are often unknown to clinicians or patients,

leading to inefficiencies and care gaps. A comprehensive review of existing services, coupled with better
integration into local care planning, is needed to ensure patients benefit from the full spectrum of available
services, reducing fragmentation and duplication.

Person-Centered Integration Beyond Institutional Focus

True integration in healthcare should prioritise the needs of individuals rather than focusing solely on
institutional silos. This approach requires moving beyond a narrow focus on NHS services and local
authorities to ensure individuals receive the right care at the right time. Holistic, person-centered care
should be the focus, with healthcare providers working together to deliver coordinated care based on
individual needs and preferences.

Challenges in Rehabilitation & Independence

Rehabilitation needs vary widely among individuals. Current funding structures often fail to accommodate
long-term support for those needing gradual reintegration into work. Rehabilitation should be seen as a
long-term process, not a fixed-term intervention, with clear expectations for continued progress.
Additionally, support for those returning to work should be flexible and structured to aid gradual
reintegration into employment and social life.




Employment & Identity
Rigid work and welfare
policies fail to account for the
complexities of rehabilitation
and the varying capabilities
of individuals. The loss of
employment due to health
conditions often leads to a
crisis in personal identity,
which is rarely addressed in
recovery planning. A more
flexible approach to work and
welfare policies is needed,
recognising that recovery
includes not just physical
health but also vocational
and social reintegration.

Short-Term Budgeting us Long-Term Impact

Current budgeting often prioritises short-term savings, leading to cost reductions that undermine long-
term recovery. This is especially problematic in rehabilitation and long-term care, where financial decisions
made today may result in higher costs and inefficiencies in the future.

Rehabilitation in Healthcare

Many rehabilitation programs are limited by fixed, short-term timelines (eg. six weeks), failing to support
individuals who need extended care. As a result, patients are prematurely discharged, and their ongoing
recovery remains unsupported, contributing to avoidable complications.

Local Resources and Gaps in Service

The lack of local infrastructure and specialised care is a recurring challenge in healthcare. Some areas are
ill-equipped to handle complex rehabilitation needs, leading to patients being transferred to distant facilities
or private providers. This disrupts continuity of care and often impedes effective recovery. Addressing local
resource gaps and improving the availability of specialised services in each region is crucial to improving
outcomes for patients with complex needs.

Prevention and Early Intervention

Preventive care and early intervention should be central to healthcare practices. Shifting the focus away
from crisis management to proactive care will improve long-term outcomes and reduce costs. Programs
like prehabilitation — intensive care before surgery — have shown significant improvements in recovery and
outcomes, and this model should be expanded to other areas of healthcare to ensure patients receive
support before issues escalate.

Fragmentation of Care

The fragmentation of healthcare services across sectors, including NHS and social care, leads to
inefficiencies and poor continuity. Different regions, service providers, and care models offer inconsistent
quality, exacerbating disparities. Standardising practices and better integrating services would streamline
care and ensure more equitable access to quality services.




Fear is one of the biggest barriers in healthcare. Many professionals
feel unprepared to manage complex neuro conditions, and instead

of looking for solutions, they simply refuse services.
Claire Sutton - Head of Independent Health & Social Care, RCN

Complex Needs and Holistic Care

As patient needs become more complex, especially with co-occurring conditions and an aging population,
the healthcare system is often ill-equipped to address the full range of physical, mental, and emotional
needs. A holistic approach, integrating care across disciplines, is necessary to provide comprehensive
support for patients with multifaceted needs.

Role of Independent Providers

Independent and social care providers play a critical role in delivering services, particularly for individuals
with neurological conditions. Howeuver, their role is often undervalued and underfunded, leading to
inconsistencies in care quality. More recognition and funding are needed to ensure that independent
prouviders can deliver effective, high-quality services.

Personalised Care

Every individual has unique needs, and healthcare services should be tailored accordingly. Personalised
care — focusing on what people can do and how they function in their everyday lives — should be prioritised
to improue health outcomes. Services should recognise the nuances of each patient’s needs, ensuring that
care plans are individualised rather than following a one-size-fits-all model.
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Emerging Trends and Innovations

Technology and Al in Care Delivery

Al and robotics offer promising solutions for streamlining administrative tasks and enhancing patient
independence. Al applications, such as automated discharge summaries and decision - support systems,
can free up healthcare professionals for direct patient care. In Japan, robots are already supporting elderly
patients with daily activities. However, scepticism remains about the NHS’s ability to implement these
technologies without exacerbating existing inefficiencies.

Measuring Outcomes in Neuro-Complex Care

Success in neurological and complex care should be measured by improvements in independence and
quality of life, rather than outdated medical benchmarks. The current system struggles with meaningful
data integration, preventing effective outcome tracking. A new, patient-centered measurement framework
is needed to assess the real impact of care interventions.

Supporting Individuals with Challenging Behaviours

Supporting individuals with neurological conditions or complex needs, particularly those exhibiting
challenging behaviours, requires a well-trained workforce that can adapt to changing needs. Ongoing
training and career progression models, such as the “advanced practitioner” model in social work, could
help address this challenge.

Ensuring Regular Reassessment and Evolving Care Plans

Regular reassessment of care plans is essential to meet the evolving needs of individuals with neurological
and complex conditions. Care plans should be adaptable and responsive to changes in a patient’s health or
circumstances, though the fragmented nature of current systems makes ensuring timely and coordinated
reassessments a challenge.




Working Together:
Health, Social Care and Beyond

Interface with NHS Professionals - Improving Coordination

Improving coordination between NHS professionals and social care providers is critical. The lack of
communication and data sharing between the two sectors leads to fragmented care, preventing
professionals from seeing the full picture of a patient’s needs. Overcoming these communication barriers
is essential to providing effective, continuous care.

Workforce Challenges and Training Needs

The nursing workforce faces a significant crisis, particularly in social care, following the removal of
bursaries for nurse training in 2016. This has made the profession less accessible, exacerbating the shortage
of nurses, particularly for complex care needs. With longer life expectancies and increasingly complex
patient requirements, the demand for skilled nurses continues to grow, but workforce planning remains
inadequate. Additionally, there is a need for better tracking of where nurses are working, especially in
community and social care settings, to address workforce gaps.

Using Technology to Enhance Care

While Al and other technologies offer significant potential to streamline administrative tasks and enhance
care delivery, there remains scepticism about their actual effectiveness. The NHS must overcome past
challenges in adopting new technologies to ensure that their integration doesn’t disrupt existing workflows
but instead adds value to both care providers and patients.

Nursing data is not being effectively connected, particularly when
it comes to tracking where nurses are and understanding workforce
trends. Connecting these data sets could improuve the coordination
and quality of care.

Jonathan Beebee - Founder, PBS4




Measuring Outcomes
and Improving Care

Tracking Quality of Care

and Patient Outcomes
Measuring quality of care and
patient outcomes remains a key
challenge. Despite large datasets,
insufficient integration across
systems hinders meaningful use
of this information. Better
data-sharing mechanisms and
real-time updates on patient status
are needed to track outcomes and
improve care planning.

New Models for

Delivering Effective Care

New models for care delivery are
essential to meet evolving patient
needs. One suggestion is adopting advanced practitioner roles, allowing professionals to remain involved in
direct care while also developing their careers. This approach could help address staffing challenges in the
social care sector.

.
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Lessons from Research and Innovation

Innovation is crucial in driving improvements in care delivery. Robotics and Al hold promise for
enhancing patient independence and reducing administrative workload. Howeuver, these technologies
must be implemented thoughtfully to complement, not replace, human care.

Many individuals have both physical and mental health needs,
yet our system treats them as separate issues. This artificial divide
creates dangerous gaps in care.

Dominique St Clair Miller - Director of Healthcare, Cygnet Healthcare




Conclusion

Addressing the challenges in neurological and complex care requires a multifaceted approach that
integrates improved regulatory frameworks, a more skilled and adequately supported workforce, and a shift
towards personalised, patient-centered care. The need for better coordination between health and social
care systems, as well as the strategic allocation of resources, is essential to ensure that care delivery is both
efficient and equitable. By tackling the barriers of fragmented care, workforce shortages, and inconsistent
access to services, we can begin to create a more holistic, responsive healthcare environment for
individuals with complex needs.

Late decisions in care prevent effective support. This issue affects all

commissioning, underscoring the need for earlier intervention.

Mike Ranson - Chief Commercial Officer, National Care Group

Moreover, embracing emerging technologies such as Al and robotics offers promising opportunities to
streamline administrative tasks, enhance patient independence, and improuve care outcomes. Howeuver,
successful implementation will depend on thoughtful integration that complements the expertise and
compassion of healthcare professionals, rather than replacing them.

Ultimately, the future of
neurological and complex care
hinges on a collaborative approach
that values the contributions of all
sectors, promotes ongoing
innovation, and places the well-
being and needs of patients at the
heart of care planning. By doing so,
we can foster an environment that
supports individuals in living
fulfilling, independent lives,
regardless of their healthcare
challenges.
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