




In reflecting upon the delivery and outcomes of this 
project I am reminded that there truly isn’t “anything 
new under the sun” we still seem to live in a world where 
everybody reckons somebody will it sort it out only to 
find that in the end nobody has...
Throughout my 30 year career, the issue of person centredness has been a constant theme 
whether we were calling it person centred care or holistic care, multidisciplinary team 



A valuable workforce

As people approach end of life, their dependency and needs may increase and the number of 
services they must navigate grows - the person who is often a ‘constant’ is their domiciliary 
care worker (DCW), already providing care in the home. Are they recognised as actually having 
such a pivotal role? How do we tap into and develop the skill of this workforce? What is 
required in terms of their competency, attitudes and values to make that possible?

This project focused on the daily experiences of a number of people in two areas of Yorkshire 
and the Humber region - Hull and Wakefield. It collected their stories and listened to their 
individual voices to understand how care feels in practice.

They included service users, informal carers, domiciliary care workers and social care managers. 

The reason for this project

The number of people requiring supportive end of life care is increasing and it is now a priority 
for commissioners of health and social care services to understand how best to support carers 
and people at this most difficult of times. Financial and resource pressures have created an 
opportunity to commission differently and to use innovative ways of working across agency 
boundaries in public, private and voluntary sectors. 

The research in this project draws upon actual experiences of end of life care. It uses person 
centred tools and experience based design as methods to articulate and understand. These 
are the “Real stories” of this report title.

This project begins to address the question of recognising the pivotal role of domiciliary care 
workers and their potential to fulfil a key worker role. The competences required and benefits of 
integrated working are also examined. Our findings provide the “Real insight” of this report title.

People’s stories have provided the insight

Our project title is “developing key worker competences for domiciliary care workers to 
support an integrated pathway for end of life care” with specific focus on the trigger points for 
early identification that a person may be approaching end of life.

We have gained our understanding and insight by using the ‘voices’ and drawing on the 
experience of the following groups:

n case studies from Hull, where person centred thinking tools were used to understand the 
experiences

n focus groups in Wakefield – using experience based design

n domiciliary care workers and manager’s experiences

n GP and practice managers perspectives.

1. Executive summary
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The insight we sought required a level of trust and a sensitive method for recruitment. We 
therefore built upon existing relationships of trust. Hull City Council social services already 
had a person centred care programme in place. Wakefield District already had developed 
Community Development Teams. This enabled the team to access effective methods for the 
selection of individual stories, to remain sensitive to every individual involved and deliver within 
the timescales.

Key messages for improving end of life services are:

n Person centred thinking used as early as possible irrespective of end of life approaching 
gives people confidence that they are being listened to and supports their needs.

n Domiciliary care workers displayed many of the competences required to support people 
and their families at end of life, this workforce should be developed with the support 
of competency-based learning needs analysis and training to be more involved in the 
planning of people at end of life.

n Understanding expressed needs through the ‘voice’ of domiciliary care workers using 
person centred tools could benefit health professionals when planning with the person 
their end of life care.

n What makes ‘excellence’ in care is the underpinning attitudes and values (capability) of 
care workers as well as skill and competency.

n Assistant level care and support is provided by care workers at a level a person would 
receive within a hospice or specialist unit and is valued highly by the person and their 
informal carers.

When considering the themes arising from this project, the similarities displayed between the 
level of end of life care competences of experienced domiciliary care workers and health care 
assistants working in end of life care settings was in evidence. It raises the question again 
about how to develop more integrated approaches at this level for end of life care delivery such 
as a generic role that supports health and social care. 

A call to action

This report is an invitation to the social and health care communities, commissioners, people 
and their informal carers to draw on the insight from these real stories and help change 
practice. The project team have plans to make the work sustainable within our local areas and 
it would be a real return on the investment if others use and build on our work.
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Our proposition is that domiciliary care workers are critical to the effective implementation of the 
end of life strategy. They already provide support in a large number of households2. We have 
used established definitions of key worker from health and social care to test that proposition.

Key worker definitions in health and social care

Social care: 

Defined in Care Co-ordination Network UK - Key worker standards, 2004 as:
‘A key worker is both a source of support for disabled children and young people and their 
families and a link by which other services are accessed and used effectively. Key workers 
have responsibility for working together with the family and with professionals from services 
and for ensuring delivery of an inter-agency care plan for the child and family’.

Health defined in NICE guidance (2004) as:

‘A person who, with the patient’s consent and agreement, takes a key role in coordinating 
the patient’s care and promoting continuity, ensuring the patient knows who to access for 
information and advice’.

Elements of a key worker 

We have aligned both definitions to generate five elements of a key worker role. These are used 
as the basis of analysis. 

Co-ordinating a person’s care - co-ordinating patient’s care (health)/responsible for working 
together with the family and professionals (social care)

Promoting continuity - promoting continuity (health)/source of support for person and their 
families (social care)

Empowering the person - with the person’s consent and agreement (health)/source of 
support and link by which other services are used effectively (social care)

Signposting - ensuring patient knows who to ask (health)/link by which other services are 
accessed (social care)

Effective team member - effective team member (health)/ensuring delivery of an inter-agency 
care plan for person and family (social care).

Key worker definition

2 There are around 350,000 domiciliary and care home workers in Yorkshire and the Humber
as at April 2011, National Minimum Data Set for Social Care (NMDS-SC) at
www.skillsforcare.org.uk/research. 
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Key worker definition drawing upon both health and social care

The key worker is not a specified role. Rather it is defined here in terms of competences drawn 
from the skills for health3 that are applicable to a generic worker role which could operate 
within various management systems in any sector, public, private or voluntary and community. 

For the purposes of our analysis, our definition of key worker is a person or persons who 
together have the set of competences that need to be in place around the person to support 
excellence in end of life care. 

Table 1: Key worker role defined in terms of the elements of health and social care roles 
mapped to the Common Core Competences. Letters ‘a’ to ‘g’ in the table below refer to the 
relevant sections of the Common Core Competences shown on pages 9 to 11 of this report. 

3 Common Core Competences and principles for health and social care workers working with 
adults at the end of life document. To support the National End of Life Care Strategy, 2010.

P07

Co-
ordinating 
person’s care

Promoting 
continuity

Empowering 
the person 

Signposting

Effective 
team 
member

a, d b, e b a e

c, d e b, c, d a c

b, e c, e, a, e, g d e

e, f
a, g

e, f, g
--

 f

a, c
a, b, d

a, b, c
a

a, e

1. 
    

 



Table 1, which is on page 7, shows the elements of the key worker role definition drawn from 
NICE Guidance, 2004 and Care Co-ordination Network UK - Key worker standards, 2004. These 
have been mapped to the Common Core Competences that would be needed for a domiciliary 
care worker to operate as a key worker within an integrated pathway for end of life care.

The Department of Health document ‘Common Core Competences and principles for 









This project aimed to include the patients’ voices as much as possible and to use this to 
evidence and explain our conclusions. If we take the concept of the patient’s voice to be word 
for word what was said in conversation, then we do not have this as source. However, if we 
interpret the “patient’s voice” to be a reliable and valid representation of their experiences, 
concerns, beliefs and emotions, then this can be found in the completed person centred tools 
that are part of our source material. These tools were used to develop the case studies as a 
more formal portrayal of the information gathered.

M is an older person who has dementia. M’s husband is very involved in her care and so 
worked closely with M’s care workers to develop the best guesses for how well supported 
M is. M’s husband feels she is well supported by her care workers who work together with 
M’s husband to ensure all care that is provided is as M would wish.

However, neither M’s husband nor her care workers feel supported to prevent unnecessary 
hospital admissions. Both M and her husband find such admissions to be distressing. M 
becomes particularly anxious during these occasions because she is surrounded by people 
she does not know. The situation has also been exasperated in the past due to discharges 
taking place in the middle of the night that then take several hours to occur because of 
delays at transport section.

Real stories written
as case studies

E is an older lady, who has a memory impairment. Her daughter is fully involved in her care, 
visiting her mother every day. E is well supported by care staff who have adapted what 
best support looks likes for E to make sure that what is important to her continues to be 
addressed in light of her deteriorating health. For example, E’s appearance is extremely 
important to her, but she is no longer able to visit the hairdresser. Therefore, E’s daughter 
has purchased a wash-cap that staff can use to keep E’s hair clean whilst her daughter 
keeps her company. 

In terms of her health care, E feels that visits from the dietician to monitor her BMI are 
going well. However, all those involved, including E and her daughter, are concerned that 
although her preferences and wishes are well recorded and acted upon in her day to day 
care, these have not been recorded with regard to end of life care.

The staff who work with E are particularly keen for this information to be gathered and 
shared with health staff so that unnecessary hospital admission is avoided as E’s health 
continues to deteriorate.
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J is an older lady living in an extra care unit, who was recently diagnosed with lung 
cancer. She is a very private lady who likes to take care of her appearance. Domiciliary 
care staff work closely with J’s daughter, who is very involved in her care, to ensure all of 
her needs and wishes are met. This support helps to ensure J is able to continue to live 
independently, despite her diagnosis, which is particularly important to J. However, she 
also fears becoming isolated, so feels reassured by her emergency call button, to which





We are grateful to all the participants of this project and especially the people and their families 
for their willingness to share their stories. This has meant that we have been able to capture 
and understand the actual experience of people receiving care and their carers.

End of life is a highly sensitive area of health and social care. We have been able to gather 
Real insight by building on existing relationships of trust, by being adaptable and sourcing our 
material using the range of methods explained earlier. This has led to the analysis of findings 
being a complex job. Nevertheless our findings can help shape the provision of service to 
support people approaching end of life.

Our project title is: developing key worker competences for domiciliary care workers to support 
an integrated pathway for end of life care – with specific focus on the trigger points for early 
identification that a person may be approaching end of life.

Therefore our findings are clustered into:

1  Key worker role
2  Competences required for key worker
3  Integrated care and trigger points to support a DCW in that role

The sources of our findings are explained in full in the methods section of this report and 
include:

n The case studies from Hull, where person centred thinking tools were used by DCW to 
understand the experiences and inform care in practice.

n The focus groups of people who had received care; care worker questionnaires and 
shadowing in Wakefield.

n Interviews with domiciliary care workers and managers.

n Filming to capture the material and provide the basis for independent analysis of 
competences in evidence.

This findings section outlines the evidence we have gathered to show where the three elements 
of our project worked well for people at end of life and where action could be taken to look 
further at practice and make positive changes to support people.  
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4.1 Key worker role

Our working definition of key worker is taken from the alignment of established definitions in 
health and in social care. The five elements of the role that come from that are co-ordinating 
person’s care, promoting continuity, empowering people, signposting, and being an effective 
team member. 

We have found that the key worker role relies upon the trajectory towards end of life for people, 
being in some cases up to a year before death, rather than counted as weeks or days prior 
to death. If care workers use their skill and knowledge of the person built upon their close 
personal relationship, then advanced planning and expression of wishes can support the 
person and their family to prevent unnecessary and often costly events happening such as the 
need for intensive nursing support and hospital admissions. 

Key worker role: summary of findings

n Clear evidence that domiciliary care workers are an integral part of everyday life and are able 
to provide continuity for the person and their family.

n DCWs empower individuals by understanding their needs and communicating with the 
person and can include making links to other services.

n In certain examples they are effective team members – both to support each other and link 
into other professionals.

Key worker role: 
What essentials of the key worker role were demonstrated and worked well. 

The domiciliary care workers used person centred tools to listen more carefully and deeply 
to those they support at end of life. The tools used provided a means for focussing their 
discussions so that the staff could use the emergent information to develop action plans and 
exact change. In addition, it allowed areas of good practice to be identified, ensuring that this 
care continues to be provided. 

We found strong evidence of co-ordinating care in the following examples of practice, in Hull, 
with potential for developing this role so that it is recognised by others.

One example of symptom management and maintaining comfort and well-being highlights 
the key worker role in both co-ordination of care and promoting continuity was displayed by 
a DCW with a lady with cancer of the throat. She is supported to maintain her independence 
despite her physical symptoms, and at times feeling isolated. During these times she feels 
reassured by her emergency call button, to which the DCW responds immediately. 

Through evaluations from the DCWs in Wakefield, the time a worker spent with a person was 
recognised as time when a person could ‘open up’ and tell the carer things, alert them to any 
fears and have the difficult type of conversations. This role provided by DCWs clearly is based 
in the key worker role of promoting continuity and being an effective team worker. 
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Learning from people at the end of life

One lady’s experience of hospital care was as follows:

She has communication difficulties because of throat cancer, she can express herself 
and communicate given the time to do this, and this is evidenced by the use of the toos as follow




Key worker role - practical thinking: what is still needed as action for the future?

n Person centred thinking has to be part of the care planning for people. When the DCW uses 
person centred thinking to support plans of care, people report that their needs are being 
listened to, and the relationship opens the conversations in regards to wishes at end of life.

n The DCW must be part of the multi-disciplinary team supporting the person at end of life, 
when they are the person receives better holistic care.

n Allow the DCW to embrace the role of key worker; DCWs see part of their job as supporting 
the person at end of life. In these findings the DCWs interviewed all stated how much they 
enjoyed and valued the support they gave to the person and support to their family. This 
was not seen as extra or not their responsibility and sits firmly in the definition of key worker.

n Never under estimate the importance of providing low level care for people and their 
families. Understanding the ‘small’ details, makes a person’s experience better and creates 
confidence in supportive care i.e. taste in music, washing hair.

All the above points speak to the health and social care definition of key worker and we saw 
many examples exhibited in the sources mentioned below.

Sources of this insight for key worker role

n Focus groups of family and carers of people who had recently died.  

n Domiciliary care workers questionnaires in Wakefield and evaluation of practice in Hull.
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4.2 Competences required 
for key worker

If DCWs were to be recognised as key workers by health and social care professionals, would 
they have the competences needed? We have found evidence that domiciliary care workers 
are well positioned, to take on the five elements of a key worker explained earlier in this report 
within their current role. 

We have built on the work of Skills for Health and Skills for Care4 to show the 29 
competences that could be required of which 21 were cited by an independent 
evaluation5 to be in evidence using film material of observation and interview.  
Their findings show that:

“What was very clear was the real evidence that “social care” was being delivered by a caring, 
compassionate and highly skilled professional social care workforce who universally worked 
hard to ensure that the care being delivered was person centred”.
Source: Skills for Health Report. 

Described below are the findings from the project which highlighted areas of good practice 
where competency was strong and also areas where development could enhance care 
delivered. The numbers and small case letters in brackets after each point indicate where we 
are highlighting evidence from the competency framework in chapter 5. 

4 Core competences and principles for End of Life Care: Training for health and social care 
staff, pbl Skills for Care 
5 An independent evaluation of 7 hours of film was conducted by Skills for Health to identify 
individual occurrences and collate evidence of specific competences.

Competences: summary of findings

n 



4.2.1 Key worker competency: 
What competences of domiciliary 
care workers were demonstrated 
and worked well.
The type of Common Core Competences either exhibited by staff or required are:

1. Communication skills      
2. Assessment and care planning    
3. Symptom management, maintaining comfort and well being
4. Advance care planning    
5. Overarching values and knowledge 
 
 
The number referencing used throughout this section draws on this list

Communication skills and the development of good understanding have been shown through 
the skill of the DCW in listening to the needs of the person and responding appropriately. The 
confidence instilled in the person and their family was discussed through the Living Well6 tools 
(1e). 

All the individuals at end of life who participated in the project in Hull completed the “What is 
working and not working in my life and what do I want to change?” and “What is important to 
me now and how do I want to be supported?” tools, enabling an understanding to be gained 
of their current situations and care and what good support looks like to each individual. This, 
in the terms of the competency framework, is showing that when person centred thinking 
is in place, assessment and care planning completed using these tools ensures that all 
assessments are holistic including social, psychological (5b) as well as plans for managing 
physical health needs (2d). 

Consistently through the tools and questionnaires, the notion that domiciliary care work is 
much more than the learning of a bunch of competences is inherent, the overarching values 
and knowledge is crucial to what drives excellence in care. Person centred practice was 
displayed by DCWs recognising what a person needed when faced with difficult emotional or 
physical problems. (5b) The time taken with an anxious lady was noted as working well for her, 
as this allayed her fears by offering her reassurance and the time to chat. 
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4.2.2 Practical thinking: 
What is still needed as action 
for the future?
The aspects of competences that had a positive impact on care and support for people 
approaching end of life and their relatives were the following: 

n DCWs displayed many of the competences required to support people and their families 
at end of life, this workforce should be developed with the support of training and 
competences to be more involved in the planning of care with people at end of life.

n The recognition by all partners that the competences we witnessed can be utilised by any 
health or social care professional involved in supporting people at end of life.

n To allow a DCW to build on the competences, time has to be factored into the care planning 
to allow flexibility for the care worker to use their knowledge of what supports the person as 
their physical and social situation changes.

n The DCWs need to be involved in the holistic planning of care and symptom management 
and maintaining comfort and well-being; at present DCWs are tasked to deliver specific 
aspects of care. They are sometimes not privy to information around medical history and 
plans, such as do not attempt resuscitation orders. If a care worker understands the greater 
picture then decisions and support are more meaningful for the worker as they talk to the 
person.

n Person centred thinking allows a framework for the DCW to develop competency as they 
listen more closely to the person and understand what is important to them and their 
families.

Sources of this insight for competences

n Focus groups of family and carers of people who had recently died. 

n Domiciliary care workers questionnaires in Wakefield and evaluation of practice in Hull. 

n The use of person centred tools in practice (people, GP, practice managers).

n Stories captured on film as input to the competency work (people, domiciliary care 
workers, family carers, social care managers).
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4.3 Integrated care 
and trigger points
One of the aims within this project was to articulate the core competences required at front 
end/trigger points. As stated earlier in this report, the ‘trigger points’ for someone approaching 
end of life may be subtle changes in the physical, social or medical need of the person, and 





Learning from people at the end of life

Two participants in Hull both expressed a level of anxiety and worry associated with their 
health, but although this was acknowledged by the DCW and medical staff supporting one 
lady, one of the ladies felt her concerns were left unattended by the district nurses who care 
for her.

A lady with dementia and her husband feel supported by the DCW, however they do not 
feel supported when it comes to preventing unnecessary admissions to hospital which she 





The competences in evidence

Earlier in this report we explained the definition of a key worker and the 29 Common Core 
Competences for end of life care. 21 of the 29 competences required for a DCW to function as 
a key worker were in evidence on the film. These covered communications (4), assessment and 
care planning (5), symptom management (6), advance care planning (3) overarching values and 
knowledge (3).

Table 2: Key worker role to show the competences that were in evidence 
(17 of the required competences plus 4 competences over and above).
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Independent view
Skills for Health was originally commissioned to map “stories” on end of life care pathway 
experiences to the Common Core Competences and principles for health and social care 
workers also underpinning the National Occupational Standards.

The aim of this work was to directly relate competences and National Occupational Standards 
to real life experiences and thereby articulate competences in a way that service users can fully 
understand.

In the event the competence and National Occupational Standard mapping utilised almost 
seven hours of “raw” footage as opposed to the individual “stories” as originally envisaged. 
Nevertheless, it has still been possible to directly relate competences and National 
Occupational Standards to real life experiences and thereby articulate competences in a way 
that service users can fully understand in accordance with the original agreed proposal.

Findings

The findings fall into two groups - general and specific. 

The general findings are:

Throughout the seven hours of film what was very clear was the real evidence that competent 
“social care” was being delivered by a caring, compassionate and highly skilled professional 
social care workforce who universally worked hard to ensure that the care being delivered 
was person centred. The commission for the work we were asked to undertake was to 
identify when appropriate “end of life competences” were being delivered or were required 
and therefore the mapping of the far broader health and social care National Occupational 
Standards was out with the scope of our work. It is useful to note that should this type of work 
be required at a later date, the current filming will provide a highly effective evidence base.

It was also noticeable from the filming that as people are living into their 90s their immediate 
family members i.e. sons and daughters are often in their 70s and have health issues 
themselves. This is accentuated when someone’s primary carer is their spouse. Grandchildren 
are often in their 40s with large family commitments and therefore lack the time to actively 
support the primary carer. As our population ages the ability of family members to undertake 
care is going to be increasingly impacted by their own health issues or family commitments. 




