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An Introduction to End of Life Care Education 
Workbook

Reference code: IB
‘An induction and/or introductory tool for Health and Social care staff or volunteers to  understand more about End of Life Care’ 
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Name……………………………….Place of work……………………………………
Line Manager/Mentor or Buddy……………………………  Contact nos………………
Start date…………………….Completion of workbook date……………………
Completion of this workbook will help provide evidence toward the Common Induction standards.
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This information has been designed to complement your induction or continued learning provided by your work organisation. It provides a brief foundation 
and overview about End of Life Care (EoLC) and helps you to plan further relevant training to equip you to care for those with End of Life Care needs. 
Thinking about this subject may be new to some of you and you may feel anxious about embarking on this area of study.  Some of you will have personal and professional experiences around end of life issues and will need time to reflect on specific occasions. These emotions are quite natural and are experienced by many. 
It’s not only important to be able to work through this resource but to become more self aware in the process. Be aware that there may be times when you will need to talk through difficult issues with a person you can trust. As long as confidentiality is maintained, it is important to explore how you feel about this important topic. Ask your manager for a mentor or buddy for you to be able to do this at work.
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What is meant by End of Life Care?
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So what is Palliative care? Palliative care is one part of end of life care.
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The World Health Organisation defines palliative care as an approach that improves the quality of life of patients and their families facing the problem associated with life-threatening illness, through the prevention and relief of suffering by means of early identification and impeccable assessment and treatment of pain and other problems, physical, psychosocial and spiritual. (WHO 2002) 
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Discuss the illustration above.

1. Does it help or hinder your understanding of Palliative and  

            End of Life Care?

2. Can you relate it to people you ‘care’ for within the End of Life 
Care Pathway?
· End of Life Care services support those with advanced, progressive and incurable illness to live as well as possible until they die. 


· There is no precise point at when this care begins. EoLC may start on diagnosis which could be within days, weeks or years before death.


· EoLC identifies and meets the care needs of the patient, family and significant others during the last phase of life and into bereavement. 


· Care meets Physical, Psychological, Social and Spiritual needs.


· EoLC requires joint working between all health and social care staff in a variety of settings. In many cases patients will move between and in and out of settings during the last year of their life.

· People often require a complex mix of health and social care services supplied by a range of providers such as the NHS, social services, the voluntary sector, family and friends in a number of different settings. As well as the patient’s own home this can include care homes and hospices
Who receives End of Life Care?
As discussed earlier EoLC is aimed at people and their families affected by progressive and incurable illnesses/conditions such as:
· Heart Diseases as in Heart Failures
· Lung diseases such as Chronic Obstructive Pulmonary Disease (COPD)

· Diabetes

· Cancers

· Neurological Disease such as Motor Neurone disease, Multiple Sclerosis, Parkinson’s disease.
· Dementia

· Other long term conditions 
· General old age
Can you think of any more?


So - what is the best approach to care?
An holistic approach to care is one which treats the person as a whole, rather than treating them as the illness they have. The care involves both the patient and their family or significant others. At some times, it is the family who need more support than the patient with the illness.


Each of the following areas is considered important when planning the care:

· Physical Needs – such as comfort, symptom control, mobility, diet etc
· Psychological Needs – such as expression of fears, emotions  
· Social Needs – such as housing, financial, equipment etc
· Spiritual Needs – including religion, culture, ‘the bigger picture & questions’ such as why me and what happens when I die?
[image: image2.wmf]Think of a person who is very poorly and nearing the last few months of their life.  Jot down some of the needs you think they may have, within the four main areas.  


And now list any needs the family or carer may have.

[image: image3.wmf]Now you have identified the needs, think about what care you think would be appropriate and provided.



Who is involved in providing End of Life care?
There could be a large number of health and social care staff involved in a patient’s journey. Think back to the person you identified on the previous page or one you have recently cared for and consider whether any of the following organisations or groups would have been involved.  
Use the blanks to add any other groups of people you feel could have been involved.
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Self Awareness
It’s quite natural for you to feel nervous about talking to patients and families facing end of life issues especially if this is a new role to you. You may also have personal experiences which may be causing you some concerns. (Remember this includes after death care and bereavement).

Staff support[image: image7.wmf]
If you are involved in providing End of Life Care, there will be times when you may need support. For example if you and your team have experienced a ‘difficult death’ or difficult situation, it’s important to de-brief or get together to discuss how you are feeling.  Many staff are offered protected time and Clinical supervision which is an opportunity when staff are able to meet to discuss practice issues. A useful tool or framework to use is something called a reflective model.  You may like to try this model below to reflect on an experience you found difficult. 
GIBBS REFLECTIVE CYCLE 
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 (Gibbs 1998)

[image: image9.wmf]What knowledge and skills do I need?  
Depending on your role and where you work, there will be different amounts and levels of knowledge and skills you will need to develop. However there are some priority areas:

Communication skills - The strategy has promised patients that ALL health and social care staff will be trained in communication regarding the End of Life.  Being able to communicate effectively is the number one skill that many need to improve.  It’s quite common for any grade of staff to feel inadequate when broaching end of life conversations. Discuss with your manager communications training relevant for your role. There will be communication training opportunities available for you within Gloucestershire from November 2010. Details will be on the Calendar of events 
Assessment of peoples’ needs and preferences - The strategy has promised patients that they will have opportunities to discuss their personal needs and preferences with a trained professional who will then guide them on how these needs and preferences will be met. Various End of Life Tools enable staff to document these needs and preferences.  As well as a care plan there are also the following you may need to know about. 
· Liverpool Care Pathway (LCP) http://www.liverpoolcarepathway - there will be training on this document within different Gloucestershire organisations. This applies for patients within about the last year of their life.
· The Gold Standards Framework (GSF) - in most Glos GP surgeries. http://www.goldstandardsframework.nhs.uk
DNAR - Do Not Attempt Resuscitation or AND - Allow a Natural Death– Ask about the yellow sticker system if you are not familiar with this. 
Advance Care Planning – This is a voluntary process of discussion and recording of individual’s wishes, preferences, beliefs and values between the individual and their care providers. It will include a choice for a preferred place of death. Within Gloucestershire there is an Advance Care Planning booklet that is being finalised which will then be available for use. www.endoflifecare.nhs.uk
Symptom control - There are a range of symptoms that patients will be experiencing and it’s important for you to understand your role within this. Symptoms might be Physical such as pain, breathlessness and constipation, Psychological such as confusion, fear of dying and depression, or Spiritual as in spiritual distress.  Study sessions will available from Spring 2011
Read the glossary at the back of this booklet to find out a little more about each one. Speak to your manager or mentor to arrange further training if your role requires you to complete any of the tools/documentation. 
Personal Activity[image: image10.wmf]
SWOT Analysis of my End of Life Care knowledge, Skills and attitudes.
It will be helpful, if you complete this table before meeting with your manager to discuss further training needs. 

	Strengths
(Consider your knowledge, strengths, attitudes, working environment)
	Weaknesses or Limitations
(What EoLC  knowledge, skills or attitudes do you consider need development?)

	
	

	Opportunities

(What opportunities have to develop? E.g. Self study, training, shadowing)
	Threats

(Are there any constraints such as time, funding, attitudes that hinder your progress?)

	
	


After completing this activity, you will have more information for your manager to consider your development needs.

Education need identified: Refer to calendar of event for training opportunities
	Knowledge /skills
	√
	Training options available
	Action

	Further awareness of End of Life Care
	
	· E ELCA sessions

· ½ day Taught session
	

	Starting to communicate with confidence in EoLC

	
	· Online E ELCA sessions
· Workbook

· ½ day Skills Workshop
	

	Assessments at the EoL. Includes Advance Care planning and Liverpool Care pathway training.
	
	· Workbook

· ½ Workshop
	

	Symptom Control
	
	· ½ day workshop

· 1 hr refreshers
	

	Use of Syringe Driver
	
	· 
	

	Supporting the bereaved

	
	· Workbook

· 1 day workshop
	

	
	
	
	

	
	
	
	

	Dementia training
	
	
	

	Other – please complete
	
	
	

	
	
	
	

	
	
	
	


Action Plan
Where can I find out more information or access further training on End of Life Care?

Your learning and training needs will largely depend on your role within your organisation. 
In the first instant contact your line manager who will advise you on local procedures. 
Here is a list of education providers or resources around Gloucestershire (in alphabetical order)

End of Life and Palliative Care Education providers 

Cotswold Care Hospice – Stroud 01453 886868 www.cotswoldcare.org.uk 

Great Oaks Hospice– Forest of Dean 01594 811910 www.greatoakshospice.org.uk
Sue Ryder Hospice – Cheltenham 01242 230199 www.suerydercare.org.uk
University of Gloucestershire – contact 01242 715200 www.glos.ac.uk
University of West of England – contact 0117 965 6261 www.uwe.ac.uk
Winston’s Wish - 01242 515 157

NHS 

Gloucestershire Hospitals NHS Trust - Specialist Palliative Care team 01452 371022

Glos Care Services - Contact Clinical skills training department at Edward Jenner Court on 08456 598 100 
2gether NHS Trust - Collingwood House 01452 891254

(EOL study days specialising in Mental Health and Learning disabilities)

Local intranets

Gloucestershire County Council for Social Care staff

Contact Training department, Archdeacon Centre 01452 425063.
End of Life Care Newsletter for Glos – Please contact sue.goold@glos.nhs.uk to be added to the distribution list.

Calendar of events – calendar illustrating all end of life and palliative care education within Gloucestershire 
Libraries/Other resources-

Library support from Gloucestershire NHS libraries is available for all NHS staff and for some non-NHS employees if they are treating NHS patients. 

Health libraries intranet pages:

Gloucestershire Hospitals - http://ghnhst/C13/C4/Library/default.aspx 

2gether - http://nww.glospt.nhs.uk/C19/Library%20Services/default.aspx

List of library resources for palliative care: http://ghnhst/C17/Resources%20for%20Different%20Specia/Web%20Pages/PalliativeCare.aspx
Many resources such as journal articles and e-books are available online with an NHS Athens account – please ask library staff whether you are eligible and for help with setting up an account.

There is a lot of useful information on the NHS Evidence (formerly National Library for Health) website at www.library.nhs.uk  Most of the resources here are free for anyone to use. Follow the ‘Specialist Collections’ link for the Specialist Collection for Supportive and Palliative Care.

Library staff are happy to provide help and training in accessing online health care resources and to answer any information enquiries.

· Hospice libraries – open to all

· Universities

· Specialist Book supplier (0117) 967 2928. www.booksyouneed.co.uk
· E learning for EOL Care  www.e-elca.org.uk 



Note: Measuring of clinical competence. 

Organisations are responsible for producing own tools to measure competence
Glossary of words commonly used within End of Life Care

	Words used relating to people


	Individual(s) 

Patient, Client, service user
	The person or people receiving care or support. 

	Manager/Line Manager 
	The person who is directly responsible for supervising a worker, or who has responsibility for a workplace where one or more workers may visit or work. 

	Significant others or carer

	Anyone who spends a significant proportion of their life providing unpaid support to family, friend or partner. This can include caring for an individual who is approaching the end of their life. 

	Staff, worker or care giver
	Anyone who has a role caring for or supporting one or more individuals, having been recruited to that role through a social care sector organisation or an individual. A worker may be a paid employee, self-employed or a volunteer. 

	Words used relating to work and work documents

	Active listening 
	The process of actively seeking to understand the meaning of another person’s communication, whether the communication is spoken or conveyed in a different way. Active listening includes the use of verbal and non-verbal skills (and may also involve use of technological or other aids). 

	Advance decisions
www.endoflifecare.nhs.uk

	An individual aged 18 or older and who has mental capacity can appoint a personal welfare lasting power of attorney (LPA). The person who is given power of attorney (the 'attorney') will be able to make decisions about future medical treatment

	Advance care Planning

(ACP)
www.endoflifecare.nhs.uk

	It is a voluntary process of discussion and recording of individual’s wishes, preferences, beliefs and values between the individual and their care providers. It may also include a choice for a preferred place of death. 

ACP requires that an individual has the capacity to discuss and understand the options available to them and agree what is then planned.

	Care Home
	A residential home which provides either short or long term accommodation with meals and personal care (e.g. help with washing and eating). Some care homes, known as nursing homes, also have registered nurses who provide nursing care for more complex health needs.

	Care Pathway
	A Care Pathway is a complex intervention for the mutual decision making and organisation of care processes for a well defined group of patients for a well defined period of time.

	Care Plan 
	A required document that sets out in detail the way daily care and support must be provided to an individual. Care plans may also be known as ‘plans of support’, ‘individual plans’, etc. 

	Chronic Obstructive Pulmonary Disease (COPD)
	A collection of lung diseases including chronic bronchitis, emphysema & COPD all of which can occur together.

	Clinical Supervision
	A formal process of professional support & learning which enables individual practitioners to develop knowledge & competence, assume responsibility for their own practice & enhance consumer protection & safety of care in complex clinical situations”. (DH 1993)


	Continuing Professional Development CPD
	The maintenance or updating of knowledge, skills and competence to keep abreast of good practice and changes in legislation. 

	Continuing Professional Development (CPD) 
	An ongoing and planned learning process that contributes to personal and professional development and can be applied or assessed against competences and organisational performance. This can include the development of new knowledge, skills and competences. Comprehensive induction can be viewed as the initial building block of an ongoing CPD process. Skills for Care are developing a CPD strategy for the social care sector. 

	Dementia 
	A range of progressive, terminal organic brain diseases. Symptoms include decline in memory, reasoning and communication skills, and ability to carry out daily activities, and loss of control of basic bodily functions caused by structural and chemical changes in the brain. Late stage symptoms include increasing frailty, with people confined to bed or a wheelchair; inability to recognise familiar objects, surroundings or people; difficulty eating and swallowing; weight loss; incontinence; and loss of speech.

	DNAR

Do not attempt resuscitation
	A written order from a doctor that resuscitation should not be attempted in the event of a person suffering cardiac or respiratory arrest. Such an order may be considered appropriate in cases where successful restoration of the circulation is likely to be followed by a quality of life that would be unacceptable to the patient, or when cardiac or respiratory arrest is the end result of a disease process in which appropriate treatment options have been exhausted.

	Emergency Admission
	When a patient goes into hospital at short notice, also known as urgent admission and unplanned care.

	End of Life Care
Ref: End of Life Care, National Audit Office 2008
	End of Life Care services enable the supportive and end of life care needs of both patient and family (and significant others) to be identified and met throughout the last phase of life and into bereavement. It includes management of pain and other symptoms and provision of psychological, social, spiritual and practical support. It is not restricted to any specialist services and includes those services provided as an integral part of the practice of any health or social care professional in any setting. 

	Gold Standards Framework
www.goldstandardsframework.nhs.uk

	GSF is a framework to deliver a 'gold standard of care' for all people nearing the end of life GSF is a systematic common-sense approach to formalising best practice, so that quality end of life care becomes standard for every patient. It helps clinicians identify patients in the last year of life, assess their needs, symptoms and preferences and plan care on that basis, enabling patients to live and die where they choose. 

	Heart Failure
	Complex condition that can result from any structural or functional cardiac disorder that impairs the ability of the heart to pump blood around the body.

	Holistic Care
	Caring for the Whole Person which includes meeting their Physical, Psychological, emotional, Social and spiritual needs.

	Hospice
	Usually charitable organisations that provide an holistic approach to care for patient and their families affected by life limiting illnesses. Hospices can provide day care, inpatient care and hospice at home services.

	Liverpool Care Pathway

(LCP)

www.endoflifecare.nhs.uk
	The LCP is a generic document that helps guide healthcare professionals to focus on care on the last days or hours of life. This provides high quality care tailored to the patients’ individual needs when the death is expected.

	Macmillan Nurse
	Provide information, advice and support to people with cancer. 

	Marie Curie Nurse
	Provide nursing care to cancer patients and those with other terminal illnesses in their own homes.

	MND 

Motor Neurone Disease
	A neurodegenerative disease which leads to weakness and wasting of muscles, causing increasing loss of mobility in the limbs, and difficulties with speech, swallowing and breathing. 


	Palliative care 

	Palliative care is an approach that improves the quality of life of patients and their families facing the problems associated with life-threatening illness, through the prevention and relief of suffering by means of early identification and impeccable assessment and treatment of pain and other problems, physical, psychosocial and spiritual.(WHO 2008)


	Person-centred approaches 
	Approaches to care planning and support which empower individuals to make the decisions about what they want to happen in their lives. These decisions then form the basis for any plans that are developed and implemented. 

	Preferred Priorities for Care

(PPC)

www.endoflifecareforadults.nhs.uk

	Preferred Priorities for Care – A patient-held record documenting care on an ongoing basis which helps staff follow a patient’s expressed wishes. This record enables patients and carers to express preferences over the care they wish to receive, including where they wish to be cared for as they approach the end. Can be part of an Advance Care Plan. Staff can initiate the PCC at any time.

	Skills for Care
www.skillsforcare.org.uk

	The strategic body for workforce development for adult social care workforces in England led by care employer networks and other sector interests. It is the adult social care for England part of the UK-wide Sector Skills Council, Skills for Care and Development.

	Social care
	Services which support people in their day to day lives to help them play a full part in society. Services provided range from home care and nursing homes to the provision of a personal assistant for a disabled person, or support for an individual in emotional distress. 

	Strategic Health Authority
	The body responsible for the supervision of the NHS Trusts within its boundaries to ensure that local services are commissioned and run effectively and efficiently.

	Specialist Palliative care
	See palliative care. Specialist palliative is provided by multi-disciplinary teams that might include consultants in palliative medicine, nurse specialists, specialist social workers & experts in psychological care. staff are specifically trained to advice on symptom control & pain relief.


PERSONAL REFLECTION NOTES 

	Title of Course/Activity:



	Date:                         Time/Duration:


	Aim of Course/Activity: These can be copied from the course details


	Learning outcomes of the course: These can be copied from the course details


	What were my personal objectives, thoughts and feelings prior to attending:

· Personal objectives can be informal or formal that has been identified through appraisal with your manager.

· Thoughts and feelings are personal to you and should not be shared unless you wish them to be. 



	What have I gained from the course/activity?

· Were my personal objectives met?

· What positive experiences can you identify from completing it?

· What experiences can you identify that need development?



	How can I apply what I have learnt into Practice:

· This should be identified initially after the activity and reviewed after 3 months



	What other Learning Needs have I discovered as a result of attending this session:

· This can be identified during, straight after the activity or as part of the reflection process.

· Learning needs should be discussed with your Line Manager




Based on The Reflective Cycle (Gibbs 1988)

Evidence of completion

Remember: Thoughts and feelings are personal to you and should not be shared unless you wish them to be. 
This is to confirm that the workbook has been completed and discussed between the student and manager/trainer/mentor.

Signature of student………………………………………Date…………………………..

Signature of manager/trainer/mentor…………………………….Date………………..

   © 2010 NHS Gloucestershire. All rights reserved. Not to be reproduced in whole or in part without the permission of the copyright    holder.
The End of Life Care Strategy was published by the Department of Health in 2008 and stated all staff in Health and Social Care, and the voluntary and independent sectors, need some training to ensure they are able to communicate effectively with people who are dying and their carers about issues surrounding end of life care.                           (Dept of Health 2008, p113)











By the end of this resource it is hoped you will have had the opportunity to:





Understand what the term End of Life Care means and in different ways it can be provided.


Understand the type of care that is needed and explore how this relates to your role.


Explore personal feelings about end of life issues.


Discuss with you manager your next  End of Life Care training needs 





‘End of Life Care services support those with advanced, progressive and incurable illness to live as well as possible until they die. The aim of good EoLC is to support those people to live with a quality of life until they die.�EoLC services enable the supportive and end of life care needs of both patient and family (and significant others) to be identified and met throughout the last phase of life and into bereavement. It includes management of pain and other symptoms and provision of psychological, social, spiritual and practical support. It is not restricted to any specialist services and includes those services provided as an integral part of the practice of any health or social care professional in any setting’. 


                (End of Life Care, National Audit Office 2008)





Palliative care is an approach that improves the quality of life of patients and their families facing the problem associated with life-threatening illness, through the prevention and relief of suffering by means of early identification and impeccable assessment and treatment of pain and other problems, physical, psychosocial and spiritual. Palliative care:














                      Jot down how EoLC or Palliative care relates to you in your role. 





























Please note: This booklet is subject to annual review or when changes occur.  An up to date downloadable booklet will be available on your local intranets.


Please direct any enquiry to End of Life Facilitators for Gloucestershire who will guide you to latest version.











After Death Care


 & Bereavement Support





End of Life Care


For the person, family and significant others – to maximise the quality of life





End of Life Phase is recognised
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�    Which conditions if any have you been involved in?





Physical Needs





Psychological Needs





Social needs








Spiritual Needs





Psychological Care might include:





Physical Care might include:

















Social Care might include:





Spiritual Care might include:





               It’s important there is a coordinated approach to End of Life Care and for patients and families to know that each member of this team is aware of the larger team. Think about your role and who you will need to communicate with. If it is possible and relevant to your role, you may feel it important to shadow another member of the wider team.














Below is a diagram illustrating the role you play within End of Life Care, however small. Fill in the blanks by identifying all the possible people you may need to communicate with to help care for a patient or a family approaching end of life and into bereavement. 








Try and describe any concerns, fears or uncertainties you have about End of Life Care? 

















Use these comments to share your thoughts with your mentor or someone at work you find easy to talk to (optional).




















Find out what staff support is available for you and write contact details here�




















Is clinical supervision appropriate for your role and if so available for you? Yes/No





The EOLC strategy 2008 states “It is recognised that nearly all staff need to deliver basic End of Life Care and many will need to be able to discuss death and dying.” (EOLC Strategy 2008) and identifies four core common requirements for both registered and non-registered staff, these are:





Assessment of End of Life Education Needs - Checklist�





Name…………………………………….Role…………………………………………………....





Manager/EOL training facilitator……………………………





Workplace………………………………………………………Date…………………
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Diagnosis of a condition
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