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Cancer Services User Involvement Jargon Buster                                                            March 2013 version
Foreign languages can be a difficult to master – and health service speak is just the same. So this is intended as a sort of phrase book.  It doesn’t cover all the acronyms used in the NHS, for more go to http://www.nhsconfed.org/Publications/nhs-handbook/Acronym/Pages/Acronym-buster.aspx" www.nhsconfed.org/Publications/nhs-handbook/Acronym/Pages/Acronym-buster.aspx.  
It also doesn’t really help with medical terms – Cancer Research UK has a helpful glossary http://www.cancerresearchuk.org/cancer-help/utilities/glossary/" http://www.cancerresearchuk.org/cancer-help/utilities/glossary/  
Please note: This is a time of great change to NHS organisations. We have included definitions for organisations in existence now, those taking over from April 1st 3013, along with those that are continuing. 
The Jargon Buster is up to date at time of publication.
User Involvement Definitions:
Consumer (also known as ‘User’) Someone who uses or has used cancer services – as a patient, carer, relative or friend. They may also at times be a representative from a self-help or support group
HealthWatch Under the NHS reforms HealthWatch will be the independent consumer champion for the public - locally and nationally - to promote better outcomes in health for all and in social care for adults. HealthWatch will be representative of diverse communities. It will provide intelligence - including evidence from people's views and experiences - to influence the policy, planning, commissioning and delivery of health and social care. Locally, it will also provide information and advice to help people access and make choices about services as well as access independent complaints advocacy to support people if they need help to complain about NHS services and will have a greater strategic role as it has a statutory place on the Health and Wellbeing Board.
Local Involvement Networks (LINks) Being replaced by local HealthWatch. LINks are currently the local voice of the community on health matters. LINks’ purpose is to gather views about the quality of services, monitor service gaps and their impacts, and make suggestions on improving the experience of the user of the service. Local HealthWatch will carry out a greater range of activities than LINks 
Patient Partnership Group (PPG) As above, health professionals attend and/or help lead the group. In practice, user group and patient partnership group are used interchangeably
Self-help and Support Group A group of patients and carers who meet together for the purposes of supporting and helping each other to cope with their experience of cancer
User (also known as ‘Consumer’) See above definition
User Group Many user groups meet, and represent patients, in the local hospital setting. Where groups meet in a local area, representing patients from any setting, they may be called locality groups. Health professionals may attend also. May also be called a Partnership Group – see below
User Involvement The involvement of Users in any aspect of health services, sometimes referred to as PPI – Patient & Public Involvement. This involvement can range from asking for feedback in the time-honoured ways of questionnaires or discussion groups, through to involving Users service planning and decision making
General Definitions:
Academic Health Science Network The core purpose is to identify, adopt and spread innovation and best practice. To provide a systematic delivery mechanism for the local NHS, universities, public health and social care to work with industry to transform the identification, adoption and spread of proven innovations and best practice. 
Acute Trust Your local hospital grouping (may be one hospital, but is usually more than one), called acute because you are referred there for treatment beyond the scope of your GP
Cancer Implementation/ Steering Group A group of cancer health professionals and managers who meet in a local trust (can be primary or acute – see above) to plan strategy for the delivery of cancer services at a local level. These should all have a User representative as part of their membership
Cancer Network An administrative body, working across organisations in an area to deliver consistency in cancer services. Ours is called Thames Valley, and covers the areas of Berkshire, Buckinghamshire, Oxfordshire and Swindon. Being superceded by Strategic Clinical Networks and other networks and bodies in April 2013.
Care Quality Commission (CQC) Checks whether hospitals, care homes and care services are meeting national standards and share findings with the public.
Clinical Commissioning Group (CCGs) taking over responsibility from PCTs in April 2013 (see PCT definition next page) CCGs will cover the whole of England and will be responsible for commissioning the majority of healthcare for their local population. They will work with partners including the NHS Commissioning Board and local authorities, who have responsibility for commissioning areas such as specialised services, primary care and public health, to commission integrated care for patients.
Commissioner The person (or organisation) responsible for allocating health funding to various services, see below.
Commissioning A process by which health needs of local populations are identified, priorities for investment are set and appropriate services are purchased and evaluated.
Commissioning Support Units (CSUs) Hosted by the NHS Commissioning Board, CSUs will provide a range of functions to support Clinical Commissioning Groups (CCGs) and other commissioners to commission more effectively and thereby deliver better outcomes for their patients and improved health services.

Department of Health (DH) Provides strategic leadership for public health, the NHS and social care in England. It's purpose is to improve England’s health and well-being and in doing so achieve better health, better care, and better value for all.

Foundation Trusts (FT) NHS foundation trusts are not-for-profit, public benefit corporations. They are part of the NHS and provide over half of all NHS hospital, mental health and ambulance services. NHS foundation trusts were created to devolve decision making from central government to local organisations and communities. They provide and develop healthcare according to core NHS principles - free care, based on need and not ability to pay.

Health Education England (HEE)  Health Education England (HEE) will work with Local Education and Training Boards (LETBs) to provide national leadership and oversight on strategic planning and development of the health and public health workforce, and allocate education and training resources.

Health & Social Care Act 2012 An Act to establish and make provision about a National Health Service Commissioning Board and clinical commissioning groups and to make other provision about the National Health Service in England; to make provision about public health in the United Kingdom; to make provision about regulating health and adult social care services; to make provision about public involvement in health and social care matters, scrutiny of health matters by local authorities and co-operation between local authorities and commissioners of health care services; to make provision about regulating health and social care workers; to establish and make provision about a National Institute for Health and Care Excellence; to establish and make provision about a Health and Social Care Information Centre and to make other provision about information relating to health or social care matters; to abolish certain public bodies involved in health or social care; to make other provision about health care; and for connected purposes.

Health & Wellbeing Boards  Will be in place from April 2013; “the focal point for decision-making about local health and wellbeing”, facilitating joint working between Clinical Commissioning Groups (CCGs), local authorities and community stakeholders.  Health and Wellbeing Boards have a duty to encourage integrated working between decision makers and service providers in health and social care.

Joint Strategic Needs Assessment (JSNA) analyse the health needs of populations to inform and guide commissioning of health, well-being and social care services within local authority areas. The JSNA will underpin the health and well-being strategies, a proposed new statutory requirement and commissioning plans.  The main goal of a JSNA is to accurately assess the health needs of a local population in order to improve the physical and mental health and well-being of individuals and communities. The NHS and upper-tier local authorities have had a statutory duty to produce an annual JSNA since 2007.
Local Authorities (LAs) Local Authorities will be given leadership of improving their populations' health and wellbeing, co-ordinating local efforts to protect the public's health and ensuring health services effectively promote population health.
Local Education and Training Boards (LETBs) will put employers and professionals in the driving seat. They will work with Health Education England (HEE) to improve the quality of education and training outcomes so they meet the needs of service providers, patients and the public.
Manual of Cancer Services A Manual of measures which define the characteristics of a good service, based on recommendations of the NICE Improving Outcomes Guidance and other national guidance. As with NICE IOG, the Manual is intended to help those involved in planning, commissioning, organising and providing cancer services to assess local structures and processes against a range of measures and to identify gaps in provision; as well as check the appropriateness and quality of existing services
Monitor is the independent regulator of NHS foundation trusts. Established in January 2004, Monitor is independent of central government and directly accountable to Parliament.
Network Board  Currently supports and leads the development of consistent, equitable, high quality cancer services across the Thames Valley by having membership from Primary Care and Acute Trusts, the cancer network, other strategic bodies and User Reps from the TVCN User Group.
NHS Choices The online 'front door' to the NHS. It is the country's biggest health website and gives all the information you need to make choices about your health.
NHS Commissioning Board (NHS CB) New from April 2013. the NHS Commissioning Board is to improve the health outcomes for people in England, securing the best possible outcomes for patients now and future generations and ensuring that every person who comes into contact with the NHS is treated fairly and equally.
NHS Constitution Created to protect the NHS and make sure it will always do the things it was set up to do in 1948 – to provide high-quality healthcare that’s free and for everyone.
NHS Direct The national health line, providing expert health advice, information and reassurance, using our world-class telephone and digital services and website, and to be the NHS’ provider of choice for telephone and digitally delivered health services.
NHS Outcomes Framework sets out the outcomes and corresponding indicators that will be used to hold the NHS Commissioning Board to account for the outcomes it delivers through commissioning health services from 2012/13. The framework sets direction of travel in the journey towards improving outcomes, and offers an opportunity for the NHS to begin to understand what an NHS focussed on outcomes means for individuals, organisations and health economies.
National Institute for Clinical Excellence (NICE). Will set quality standards and provide evidence for commissioning. NICE quality standards are a concise set of statements designed to drive and measure priority quality improvements within a particular area of care. Quality standards for the NHS focus on the treatment and prevention of different diseases and conditions.
Operational Delivery Network  will cover areas such as neonatal intensive care, adult critical care, burns and trauma and are focused on coordinating patient pathways between providers over a wide area to ensure access to specialist support. ODNs will need to work closely with Strategic Clinical Networks, commissioners, providers and patients.
Peer Review Is a process by which peer reviewers and User reviewers review compliance of a cancer network and the services within it against a set of detailed measures (Manual of Cancer Standards). The National Cancer Peer Review Programme supports quality assurance of cancer services and enables quality improvement
Primary Care Trust (PCT) Commission primary, community and secondary care from providers. Until 31 May 2011, they also provided community services directly. They will be abolished by April 2013.
Primary Care Refers to services provided by GP practices, dental practices, community pharmacies and high street optometrists. About 90% of people’s contact with the NHS is with these services.
Public Health Public health is about helping people to stay healthy and avoid getting ill, so this includes work on a whole range of policy areas such as immunisation, nutrition, tobacco and alcohol, drugs recovery, sexual health, pregnancy and children’s health.
Public England (PHE) A new organisation that will improve the nation’s health and wellbeing and reduce health inequalities. It will provide national leadership for locally-led public health services and expert services to respond to protection emergencies, working alongside local government, the NHS and other key partners.
Secondary Care Secondary care is defined as a service provided by medical specialists who generally do not have first contact with patients. Secondary care is usually delivered in hospitals or clinics and patients have usually been referred to secondary care by their primary care provider (usually their GP).
Secretary of State (SoS) The Secretary of State will remain responsible for promoting a comprehensive health service; and retains the ultimate accountability for securing the provision of services, through his relationship with NHS bodies.
Service Provider  A service provider provides patient care e.g. hospitals and ambulance services.
Strategic Clinical Network Beginning in April 2013, the purpose of SCNs are to; define evidence based best practice pathways, drive change across complex systems of care, maintaining and or improving quality and outcomes. Bring primary, secondary and tertiary care clinicians together with social care, third sector and patients
Strategic Health Authorities (SHAs) Created by the government in 2002 to manage the local NHS on behalf of the secretary of state. SHAs manage the NHS locally and provide an important link between the Department of Health and the NHS. They will be abolished by April 2013.
White paper, Equity and Excellence: Liberating the NHS The white paper, Equity and Excellence: Liberating the NHS, was published in July 2010, and sets out the Government’s long-term vision for the future of the NHS. It set out how we will: Put patients at the heart of everything the NHS does; Focus on continually improving those things that really matter to patients – the outcome of their healthcare; and Empower and liberate clinicians to innovate, with the freedom to focus on improving healthcare services.
Abbreviations:
AHP Allied Healthcare Professional e.g. Physiotherapist, Speech and Language Therapist
ANP Advanced Nurse Practitioner
AQP Any qualified provider – this is an approach to commissioning under which any provider who is able to provide a specific service and meets the required minimum standards can be listed as a possible provider. Patients choose which provider on the AQP list they wish to see. No provider is guaranteed any volume or exclusivity. AQP was previously referred to as AWP (any willing provider).  The change in name reflects the emphasis on providers meeting sufficient standards.
CDF Cancer Drugs Fund
CEO Chief Executive Officer
CCG Clinical Commissioning Group – see page 1 or
Cross-Cutting Group – a group of doctors, nurses and other allied health professionals in a network who get together every 3 months or so to discuss particular services for cancer e.g. chemotherapy or imaging, patient representatives attend if possible 

CCCG Children’s Cancer Co-ordinating Group
CNS Central Nervous System or Clinical Nurse Specialist 
C-PORT Chemotherapy capacity and demand planning tool
CQC See page 2
CRS Cancer Reform Strategy or Care Records Service (electronic NHS patient record)
CSU Commissioning Support Unit
DOH/DoH/DH Department of Health
DGH District General Hospital
EoT End of Treatment Summary
GP General Practitioner
GPwSI General Practitioner with a Special Interest. GP  with an extended role in a specialist area that would normally be provided by a hospital doctor
HNA Holistic Needs Assessment
HRG Health Resource Group
IEP Information Exchange Portal
IOG Improving Clinical Outcomes Guidance
IOSC Improving Outcomes: A Strategy for Cancer – Key Cancer Services DH document (2011)
LDP Local Delivery Plan – priorities for spending agreed between Commissioners and Providers of health services in a local area
MDT Multi-disciplinary team. A team of doctors, nurses and other health professionals who meet regularly, to discuss the treatment of individual cancer patients
MDS Minimum Data Set
NAEDI National Awareness and Early Diagnosis Initiative
NAPP National Association of Patient Participation. Formed in 1978 by Patient Participation Groups (PPGs) that wanted to network together nationally and to promote patient participation within GP surgeries.  
NCAT National Cancer Action Team, finishing end of March 2013
NCEI National Cancer Equality Initiative

NCIN National Cancer Intelligence Network – collaborative network including all cancer registries (OCIU is the one within Thames Valley)
NCPF National Cancer Partnership Forum – currently supported by NCAT
NCRN National Cancer Research Network
NCSI National Cancer Survivorship Initiative
NEDs Non-executive directors. Provide strategic leadership to the organisation and ensure proper governance for the NHS CB.
NICE National Institute for Clinical Excellence. 
NIHR National Institute for Health Research
OCIU Oxford Cancer Information Unit – data type information, also known as a Cancer Registry
OPD Out Patients Department
QIPP Quality, innovation, productivity and prevention – this is the name used to describe the programme through which there is a greater focus on quality and efficiency of health services.
PPI Patient and Public Involvement
PPE Patient and Public Engagement
PPG Patient Partnership/Participation Group
PIG Patient Involvement Group
PTC Principal Treatment Centre (Children’s, Teenage and Young Adult Cancer Services)
RN Registered Nurse
R&D Research & Development
R-PORT Radiotherapy capacity and demand planning tool
SDP Service Delivery Plan
SLA Service Level Agreement (between a provider of the service and the purchaser or commissioner who is paying for it)
SMDT Specialist Multi-disciplinary Team
TSSG Tumour Site Specific Group – a group of doctors, nurses and other allied health professionals in a network who get together every 3 months or so to discuss the treatment of a particular type of tumour e.g. breast or lung. Patient representatives are also members

