
Deciding Right
An integrated approach to making care 

decisions in advance with children, 
young people and adults

Presenter
Presentation Notes
Ensure room safety and comfort
Check fire policy and any safety issues
Ascertain toilets 

Introduce self
Depending upon size of group ask participants to introduce themselves
If a large group time may not permit this

Relate how the session is relevant to the particiapnts 



Session aim 

• To introduce and 
signpost you to 
Deciding Right 
documents and 
information 

Learning outcomes 

• To assess personal 
planning

• To discuss the outcomes 
of Deciding Right 

• To consider and discuss 
the principles of Advance 
care planning

Presenter
Presentation Notes
Introduce the session aim and the learning outcomes for this session



The End of Life Care Strategy
(DH 2008) 

Promoting high quality care for all adults at the 
end of life.

Presenter
Presentation Notes
Introduce the End of life strategy – hopefully people will know about it but if not explain 
DH first comprehensive strategy on *end of life* care  -  [*EoL defined as the last 6-12 months of life]
The strategy: and settings
 Build Around 500,000 people die in England each year.  Estimated to rise to around 530,000 by 2030
Some patients receive excellent care, others do not 
The strategy promotes the need for equity in all care settings and all people with life limiting conditions
Hospices have set a gold standard for care, but only deal with a minority of all patients at the end of their lives
on the experience of hospices and specialist palliative care services
 Build on the pre-existing End of Life Care Programme and other innovative service delivery models





The end of life care strategy……….
Discussions as 
end of life 
approaches 

Discussions as 
end of life 
approaches 

Assessment, care 
planning and 
review

Assessment, care 
planning and 
review

Delivery of  high 
quality services
Delivery of  high 
quality services

Care in the last 
days of life
Care in the last 
days of life

• Strategic 
coordination

• Coordination of 
individual patient 
care

• Rapid response 
services

• Identification of the 
dying phase

• Review of needs 
and preferences 
for place of death

• Support for both 
patient and carer

• Recognition of 
wishes regarding 
resuscitation and 
organ donation

• Recognition that 
end of life care 
does not stop at 
the point of death.

• Timely verification 
and certification of 
death or referral to 
coroner

• Care and support 
of carer and 
family, including 
emotional and 
practical 
bereavement 
support 

Care after deathCare after deathCoordination of 
care
Coordination of 
care

• High quality care 
provision in all 
settings 

• Hospitals, 
community, care 
homes, hospices, 
community 
hospitals, prisons, 
secure hospitals 
and hostels

• Ambulance 
services

• Agreed care plan 
and regular review 
of needs and 
preferences

• Assessing needs of 
carers

Support for carers and families

Information for patients and carers

Spiritual care services

     

Step 1 Step 2 Step 3 Step 6Step 5Step 4

• Open, honest 
communication

• Identifying  triggers 
for discussion

Presenter
Presentation Notes
Explain that the end of life pathway above (not to be confused with any other end of life or care of the dying pathways e.g. LCP) outlines the process of considering how we support people to think about planning by offering conversations. 

Relevance to having discussions related to making care decisions in advance:
Step 1 Discussions as end of life approaches
Step 2  Assessment, Care Planning and Review




Presenter
Presentation Notes
The document states ‘We are sharing this framework for action with local leaders in every community whether they work in the statutory, private or voluntary sectors. We expect them to plan and act, using this framework, so that these ambitions can be brought into reality.”
National Palliative and End of Life Care Partnership www.endoflifecareambitions.org.uk



Presenter
Presentation Notes
Talk through the above – time will dictate the level of engagement you want within the discussion e.g. how does this work already?
The foundations for the ambitions are below – note that education and training are one of the foundation stones.
Personalised care planning 
Shared records
Education and training
24/7 access
Evidence and information
Co-design
Involving, supporting and caring for those important to the dying person
Leadership



Have you written a will?

Have you recorded your funeral wishes?

Do you know what sort of care and support 
you would like if you were dying? 

Have you considered registering as an 
organ donor?

Have you discussed your wishes with your 
loved ones to put them in the picture?

Presenter
Presentation Notes
Ask the participants to count how many yes answers they have before moving on to the next slide.

Emphasis the fifth point and the importance of sharing – or indeed who patient would not want to be involved. For staff the issue of consent. 



How did you 
score?

Score 0 – 1  Its time to get some plans in place
Score 2 – 3 Not bad, still a little way to go.
Score 4 – 5 Fabulous, but remember to update your        

plans if things change. 

Presenter
Presentation Notes
People may consider the difference between doing this when we are well compared to having a life limiting illness!



Deciding 
right      

http://www.northerncanceralliance.nhs.uk/deciding-right/

An integrated 
approach to making 
care decisions in 
advance with 
children,  young 
people 
and adults

Presenter
Presentation Notes
Following 2 years of preparation and planning Deciding Right was launched in March 2012.
The North East was the first region across the country to have a single recommended approach to making care decisions in advance and links into the recommendations of the MCA [2005]. With other areas adopting this.
All CEOs form health and social care signed up to working with the initiative, however the extent of this work is variable and sometimes unknown. 



Advance Care Planning (ACP)

ACP is a process of discussion between an 
individual and their care providers irrespective of 
discipline. If the individual wishes, their families 
and friends may be included. With the 
individuals agreement, this discussion should be 
documented, regularly reviewed, and 
communicated to key persons involved in their 
care, including family with the persons consent.

Presenter
Presentation Notes
National End of life Care programme definition of ACP 
Translated into locally developed documentation.
For some staff they need to pick up on cues and signpost people to the appropriate staff to support with this. Hopefully this is an opportunity to get everyone on board that this training is relevant to all health and social care staff.

Note the importance of shared decision making – now moving on to the specific deciding right outcomes for people with and without capacity



Deciding right - a new north east initiative for making 
care decisions in advance 

Presenter
Presentation Notes
Optional slide based upon time available. CARE



Deciding Right outcomes 

• Advance Statements

• Advance Decisions to Refuse Treatment [ADRT]

• Do Not Attempt Cardio-Pulmonary Resuscitation 

[DNACPR]

• Emergency Health Care Plans [EHCP]

• Best Interest Decisions

Presenter
Presentation Notes
Explain that you will now work through each of the outcomes, offer people the opportunity to ask questions, although you will need to recognise the limited time available for this awareness session and if people have lots of questions some may need to stay behind if you have time or attend further training if available in your locality. 



Outcomes 

Only three outcomes are recognised under the 
Mental Capacity Act [MCA] 2005:

• Advance Statements
• Advance decisions to refuse treatment (ADRT)
• Lasting Power of Attorney

N.B. Mental Capacity Act [MCA] 2005 enshrines five key principles in assessing the 
capacity of an individual

Presenter
Presentation Notes
For reference 
The five key statutory principles are:
1. A person must be assumed to have capacity unless it is established that he lacks capacity.
2. A person is not to be treated as unable to make a decision unless all practicable steps to help him to do so have been taken without success.
3. A person is not to be treated as unable to make a decision merely because he makes an unwise decision.
4. An act done, or decision made, under this Act for or on behalf of a person who lacks capacity must be done, or made, in his best interests.
5. Before the act is done, or the decision is made, regard must be had to whether the purpose for which it is needed can be as effectively achieved in a way that is less restrictive of the person’s rights and freedom of action.




Advance Statement

this can be verbal or written 
and must be made when the 
individual has capacity for 
those care decisions.
It is a record of an individual’s 
wishes and feelings, beliefs 
and values. It is not legally 
binding, but once the 
individual loses capacity for 
those care decisions all 
carers are legally bound to 
take it into account when 
making decisions in the 
patient’s best interests. 

Outcomes of ACP

Presenter
Presentation Notes
EMPHASIS PEOPLE NEED CAPACITY FOR THIS 
Copy of document 



Advance Decision to 
Refuse Treatment (ADRT)

this can be verbal or written, 
but must be written to refuse 
life-sustaining treatment. It 
must be made when the 
individual has capacity for 
those care decisions. It is 
legally binding on all carers 
if it is valid and applicable to 
the situation 
Some patients choose not to 
make a formal document, but 
may agree to setting limits on 
their treatment in an 
Emergency Health Care Plan 
or a Do Not Attempt 
Cardiopulmonary 
Resuscitation (DNACPR) 
order. 

Outcomes of ACP cont… 

Presenter
Presentation Notes
EMPHASIS PEOPLE NEED CAPACITY FOR THIS 




Outcomes of ACP cont…

• Lasting Power of Attorney (LPA)
this is a legal authority made by a patient when they have capacity 
to nominate another person to make decisions on their behalf 
should the patient lose capacity in the future. A Property and Affairs 
LPA has no authority to make health care decisions; these can only 
be made by a personal welfare LPA (also known as a Health & 
welfare LPA) who must have specific authorisation in the order if 
the patient wishes them to make life-sustaining decisions. 



Emergency Health Care 
Plans

This is a document 
that makes communication 
easier in the event of a 
healthcare emergency for 
infants, children, young 
people and adults (i.e.. any 
individual) with complex 
healthcare needs, so that 
they can have the right 
treatment, as promptly as 
possible and with the right 
experts involved in their care. 
EHCPs make up for the 
deficiencies of single-
decision DNACPR forms. 

Outcomes of ACP cont… 

Presenter
Presentation Notes
Who will EHCPs help? 
Any individual with complex healthcare needs in whom recovery is uncertain, such as those with complex disabilities, life limiting or life threatening conditions, those with life-sustaining medical devices and any condition or situation where having such a plan may help with communication in a health emergency. 
What an EHCP should do 
These can facilitate communication in the event of a healthcare emergency, from the first point of contact through to front line health workers and on to specialist care. They empower parents and carers, reducing the number of times they need to repeat key information, by facilitating information sharing to inform accurate management, no matter which setting or whose care the individual is in. They also help with triage in the emergency department, so that the individual gets the right assessments and treatment in a timely way, with the right experts involved in their care. 




Outcomes of ACP

• Do Not Attempt Cardiopulmonary resuscitation 
(DNACPR) 

A written, valid and applicable advance decision to refuse 
treatment (ADRT) is legally binding but, if CPR is being refused, a 
DNACPR is also needed. 
DNACPR forms are advisory only. A DNACPR document decision 
can be overridden if it is clear that an unexpected event could be 
successfully treated with CPR. 
A single DNACPR document should be used across the region 
When individuals cross boundaries into different settings, their 
DNACPR form should be recognised and accepted by all health care 
professionals in all settings. 

Presenter
Presentation Notes
A DNACPR form (which is not legally binding) is instantly recognisable and can be acted upon immediately, whereas an ADRT (which can be legally binding) takes time to check its validity and applicability. Consequently if a patient completes an ADRT refusing CPR, a DNACPR must also be completed to ensure that any health professional attending the future arrest can be helped to make a rapid decision. 


DNACPR forms should be reviewed when the individual transfers to a new setting or circumstances change. 
Since circumstances and an individual’s condition can change, DNACPR forms must be reviewed, ideally within 24 hours, but no more than 5 days after transfer or when circumstances change. 	

A DNACPR decision should be reviewed at least every twelve months. 
This review can be made by a senior doctor or senior nurse responsible for the individual’s care { Refer to local policy } 	




Presenter
Presentation Notes
This will change with the introduction of the Respect form later 2016 
Following the public consultation and interviews to assess how the potential use of the Emergency Care and Treatment Plan (ECTP) in a variety of settings the Working Group has made a number of changes to the layout and wording of the document to address the issues highlighted.
The title of the document has been changed from ECTP to ReSPECT (Recommended Summary Plan for Emergency Care and Treatment). The main reasons for this are (1) to make it clear to all that this is recording recommended care and treatment for a future emergency (the final clinical decisions rest with the professionals dealing with any emergency) and that (2) it is a summary and not a substitute for more detailed plans. 
The ReSPECT process aims to respect patient preferences and respect clinical judgment through shared conversations between a person and their healthcare professionals. One of its principal aims is to make sure people understand the care and treatment options that may be available to them and that may work in a medical emergency, and to allow them to make healthcare professionals aware of their preferences.
The latest version of the ReSPECT form, designed in collaboration with the Helix Centre, will be reviewed by focus groups and used in a pilot study to be carried out in four UK sites for one month. The Working Group will meet next in late September to review feedback from these evaluations and to decide on any further changes that may be needed. An important aim of the project is to remain responsive to ongoing feedback as it continues to develop.�
�






Outcomes of ACP

Best Interest Decision

• Any act done for, or any decision made on behalf of a 

person who lacks capacity must be done, or made, in 

that person’s best interests. To do this, it is 

recommended to use the checklist from Deciding Right. 

• The intention is not to decide for the individual, but 

to estimate what decision they would have made if 

they still had capacity for this decision. 

Presenter
Presentation Notes
2 forms follow 



Presenter
Presentation Notes
MCA1 documenting capacity example 



Presenter
Presentation Notes
MCA2 documenting the best interest process example 



Initiation of an ACP discussion
•The discussion should be introduced sensitively
•The process is voluntary
•Staff must be skilled practitioners
•Realistic account of choices to be given
•Families and carers may be part of the discussion 
if the patient wishes



All individuals should plan their care in advance.

Only individuals with capacity can plan their care in 
advance. 

Individuals who lack capacity cannot have their 
care planned in advance.

Decisions resulting from planning care in advance 
always take priority.

Advance care plans have no definition or legal status. 

A verbal decision is a valid outcome of planning care in 
advance.

Current Learning in Palliative care (CLIP) Worksheets Planning care in advance 
accessed December 2016

√

√

√

√

√

√

Presenter
Presentation Notes
Reference to CLIP worksheets is on slide 27 



Summary

With better planning and prevention of crisis more 
people could be expected to die at home/where they 
choose

Focus on community care and reduce inappropriate/ 
unwanted hospital admissions

Develop an integrated approach for patients and 
carers

Good communication and sharing of information is 
key 



Suggested on going learning and 
support …….

Network website 

http://www.northerncanceralliance.nhs.uk/deciding-right/

CLIP Worksheets 

http://www.stoswaldsuk.org/how-we-help/we-

educate/resources/current-learning-in-palliative-care-(clip)/clip-

workshops-adult-version.aspx

Download the App 

Presenter
Presentation Notes
Further information and development sources
Share any other local education opportunities 

http://www.northerncanceralliance.nhs.uk/deciding-right/
http://www.stoswaldsuk.org/how-we-help/we-educate/resources/current-learning-in-palliative-care-(clip)/clip-workshops-adult-version.aspx


This teaching material has been produced by the Deciding Right Education group led by 
St Benedict’s Hospice & Centre for Specialist Palliative care education team 

November 2016 
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