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Background to the evaluation 

As part of Kent Community Health Care Foundation Trust (KCHFT) standards, the Trust End 

of Life Steering Group, working with the Nurse lead for End of Life Care put together a Omit 

validated training programme for development of staff competency supporting end of life 

care. The training programme, along with an audit looking at patients with a learning 

disability who died in 2016, highlighted that learning disability staff had gaps in knowledge in 

end of life care management. Brief interventional training was established, but it was 

identified that a more robust programme needed to be developed.  A patient care episode 

experienced at the Pilgrims Hospice reinforced the need for training to be provided to staff 

supporting people with learning disabilities who were approaching the end of their life.  

This collaborative project between KCHFT, Pilgrims Hospice and Canterbury Christ Church 

University was funded by Health Education England (KSS) to support the workforce to 

develop the knowledge, skills and competences to provide appropriate care and advanced 

planning for people with learning disabilities at the end of life. A two day training course for 

nurses, allied health professionals, doctors and care workers who were interested in 

developing their skills and confidence in end of life care for people with learning difficulties 

was facilitated by Pilgrims Hospice and repeated on six occasions in total across Ashford, 

Canterbury and Dartford between November 2017 and April 2018. 

Canterbury Christ Church University was commissioned to evaluate the impact of the 

training course on the knowledge, skills, competence and confidence of the course 

participants. A copy of the proposal to HEEKSS is provided in Appendix 1 and the course 

programme in Appendix 2. 
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1. Methods 

The evaluation used a pre-test, post-test online survey designed to explore the impact on 

individual practitioner participants who had completed the course to determine whether it 

made any difference to their knowledge, skills, confidence and competence in providing end 

of life care and advanced care planning for people with learning disabilities. The survey was 

made available to all participants who had enrolled in the two day course at the start and end 

of the initiative. The first survey was made available online and the second was paper 

based, administered by the course facilitators at Pilgrims Hospice on day 2. A coding system 
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was established to marry up the pre and post-test surveys. Completion of the survey was 

entirely voluntary.   

Whilst it was originally intended that the project would include the use of observations of 

practice and emotional touchpoint tools, this had not been completed to any level that 

provided useful evaluation data regarding impact. 

The online survey consisted of seventy-six questions and the paper survey a total of thirty-

five questions. The online survey included a number of questions that did not appear in the 

paper survey. For ease of analysis, this report includes the paper survey questions only.  

Data was analysed under a number of headings. For example, section 1 collected 

demographic and descriptive statistics of each participant, for example, anonymity, consent, 

profession and their area of work.  

Section 2 referred to caring for someone with learning disability at the end of life. For 

example, the section asked had/were participants caring for people with learning disability, 

people that were dying, or both. Section 3 related to advanced care planning and symptom 

management. Section 4 focused on spiritual care, specialist care services, and 

bereavement. Section 5 asked participants if they felt that their competence, confidence, 

knowledge and skills had developed as a result of the course. 

 

2. Participants 

Participant data supplied by Pilgrims Hospice showed the following spread of participants 

who attended the course. A total of 135 people attended from 212 who had registered, 

meaning a 47.87% attendance rate. There were significant rates of non-attendance from 

booked participants without explanation. It is not clear if this figure is for both days. The 

majority of participants were female (85%) with the employing organisations mainly being 

from hospice, NHS, and learning disability services. However 60 participants (44%) did not 

identify their employer. It is therefore not possible to identify whether there have been any 

tangible benefits for organisations. 

Some participants shared that they did not want to travel to Dartford for the session, 

therefore an additional training day was arranged in Ashford and Canterbury however, there 

were still a number of participants whom failed to turn up on the day of the course resulting 

in a low attendance rate.
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Figure 1: Participant Information collated by Pilgrims Hospice 

Numbers of 

participants  

Background Age Range Gender 

Male   

Gender 

Female 

Speciality Employer type Pay Banding  

135 people 

attended out 

of 212 who 

had booked 

on 

UNKNOWN UNKNOWN 8 116 UNKNOWN Unknown 60 UNKNOWN 

      Hospice 21  

      LD 20  

      Doctors 

surgery 

4  

      Nursing 

Home 

4  

      University 2  

      Community 

care / 

nursing 

6  

      NHS 29  

      Hospitals 14  

 

3. Ethical Approval 

The commissioned evaluation complied with the Canterbury Christ Church University 

Research Ethics and Governance procedures, a copy of the approval (16/H & W/CL186) can 

be found in Appendix 3. 

4. Results 

The results show that there were 31 completed online surveys administered before the two 

day course and 25 completed using the paper based survey at the end of the course.  Only 

six of these surveys were suitable for providing pre-test, post-test comparative data because 

the majority of participants had not provided the matching coding information required to 

marry up their pre and post surveys. This report refers to the paper survey questions only. 
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Descriptive Statistics 

Questions 1 and 2 asked participants to identify their profession and area of work. There 

were a broad range of answers with the majority of participants working in a community care 

setting.  

Responses Profession Area of work 

2 Occupational therapist Community care setting 

1 Speech and Language Therapist Community care setting 

1 
Positive Behaviour Specialist 

qualified nurse 

Community care setting and 
residential/day services for people 

with LD 

1 Associate Practitioner Community care setting 

1 Nursing assistant Community care setting 

Total responses N=6   

 

Caring for someone with LD at the end of life 

For questions 3-5, five out of six participants have previously cared for a person with 

learning disability, cared in a professional capacity for someone who is dying, or solely 

worked with people with learning disability  

Responses 
Cared for a person 

with LD 
Cared for someone 

dying 
Work solely with people 

with LD 

5 Yes  Yes Yes  

1 yes Yes No   

Total responses 
N=6 

 
  

 

Questions 6-9 asked participants to identify how comfortable they would feel initiating a 

conversation about death after having attended the course. 
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Question 9 had three sub questions. Five out of six participants disagreed with the statement 

‘I would still feel uncomfortable caring for a person with learning disability who was crying’, 

after having attended the course. 

Responses Pre Post 

2 Strongly disagree Strongly disagree 

1 Agree  Disagree 

1 Uncertain Disagree 

1 Disagree Agree  

1 Disagree Disagree 

Total responses N=6   

 

All six participants strongly agreed/agreed that they could better help the person with 

learning disability who is dying to express their feelings about their situation after having 

attended the course. 

 

Responses Pre Post 

2 Strongly agree Agree  

2 Strongly agree Strongly agree 

1 Agree Agree  

1 Agree Strongly agree 

Total responses N=6   

 

All six participants strongly agreed/agreed that they are more comfortable to support the 

friends and family of a dying person with learning disability, during and immediately after the 

death as a result of having attended the course. 

 

Responses Pre Post 

3 Disagree Agree  

2 Agree Strongly agree 

1 Uncertain Agree  

Total responses N=6   
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All six participants believed that people with learning disability who are dying are best cared 

for in their home or where the individual chooses to be. One participant after having attended 

the course believed that people with learning disability who are dying are best cared for in a 

hospice. 

The majority of participants reported that they found caring for people with learning disability 

to be fulfilling, satisfying, enjoyable, rewarding, and purposeful. Prior to the course three 

participants described work as frustrating, anxiety inducing and unrewarding however; after 

the course the participants’ responses were more positive. 

Advanced Care Planning and Symptom Management 

A bank of survey questions (Q 12-29) asked participants about pain perception and 

management, communication and decision making. All participants agreed or strongly 

agreed that a person with learning disability can feel pain to the same extent as a person 

without learning disability before and after having attended the course.  

After having attended the course four of the six participants disagreed or strongly disagreed 

that people with learning disability are able to communicate their feelings about death and 

dying to others without too much difficulty. One participant agreed and one participant was 

uncertain when responding to this statement. 

At the end of the course all of the participants agreed or strongly agreed that people with 

learning disability should be included in decision making about their palliative and or end-of-

life care needs. They also identified that people with learning disability should be able to 

make an advance care plan if they are legally competent and wish to do so, and that 

reasonable adjustments should be made where necessary to the care plan of a dying person 

with learning disability. 

Five out of six participants disagreed or strongly disagreed that they would be relieved if a 

person with learning disability that they were caring for died when they were on duty. Pre 

course one participant answered ‘disagree’ and then ‘uncertain’ in the survey post course. 

All but one participant agreed/strongly agreed that giving care to people with learning 

disabilities who are dying is a worthwhile experience. One participant responded, ‘uncertain’ 

in the survey pre and post course. 



Learning Disabilities and End of Life Care Education Programme  

9 
 

After the course three of the six participants agreed that they are able to ascertain whether 

dying people with learning disability have pain at the end of life. The majority of responses 

pre and post survey are uncertain or disagree with the statement. 

Responses Pre Post 

2 Uncertain Agree 

1 Agree Agree  

1 Uncertain Uncertain  

1 Disagree Agree   

1 Uncertain Disagree  

Total responses N=6   

 

Post course attendance, five of the six participants agree they are able to assess pain in 

dying people with learning disability using appropriate measures, such as DisDat.  

Responses Pre Post 

3 Uncertain Agree  

1 Strongly agree Agree 

1 Disagree  Agree 

1 Agree  Uncertain  

Total responses N=6   

Question 21 asked participants to identify with the statement, ‘I am able to manage pain in 

dying people with learning disability using appropriate pharmacological and non-

pharmacological measures’. There were mixed responses from all of the six participants. 

One participant believed they were able to manage pain both pre and post attending the 

course. 

Responses Pre Post 

2 Uncertain Uncertain  

1 Agree Agree  

1 Disagree Agree  

1 Strongly disagree Strongly disagree  

1 Strongly disagree  Uncertain 

Total responses N=6   
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After the course four out of six participants agreed that they can identify whether a dying 

person with learning disability has troubling no-pain symptoms such as constipation, 

diarrhoea, weight loss, fatigue, or cachexia at the end of life. One participant disagreed and 

one participant was uncertain when answering the statement.  

After attending the course the majority of participants were uncertain or disagreed with the 

statement, “I am able to assess most respiratory symptoms such as dyspnoea, hiccoughs 

and cough in dying people with learning disability, using appropriate measures”, indicating a 

need for more specific input in this area of symptom management.  

Responses Pre Post 

1 Uncertain Uncertain  

1 Agree Agree  

1 Disagree Strongly disagree  

1 Uncertain Agree  

1 Uncertain Disagree  

1 Agree  Uncertain  

Total responses N=6   

 

There was no clear finding from participants responding to the statement, ‘I am able to asses 

most neurological problems such as agitation, delirium, seizures and sleep disturbances in 

dying people with learning disability’, again indicating the need for more specific input in 

symptom management. 

Responses Pre Post 

2 Agree Agree  

1 Uncertain Uncertain 

1 Agree Uncertain 

1 Uncertain Disagree 

1 Disagree  Disagree  

Total responses N=6   
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One out of four participants identified that they felt able to recognise and assess terminal 

symptoms in dying people with learning disability using appropriate measures.  

Responses Pre Post 

2 Agree Uncertain 

2 Uncertain Uncertain 

1 Uncertain Agree 

1 Disagree Disagree  

Total responses N=6   

 

One out of six participants believe they are able to manage terminal symptoms in people 

with learning disability using appropriate pharmacological and non-pharmacological 

measures, such as syringe drivers, positioning, transdermal patches etc in the last 24-48 

hours of life. 

 

Responses Pre Post 

1 Agree Agree  

1 Disagree Disagree 

1 Strongly disagree Uncertain  

1 Uncertain Strongly disagree  

1 Uncertain Uncertain  

1 Strongly disagree  Strongly disagree  

Total responses N=6   
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Two out of six participants agreed that they are able to discuss the withdrawal of futile drugs 

and/or treatments with a dying person with learning disability, their friends/family members. 

 

Responses Pre Post 

1 Agree Agree  

1 Strongly agree Agree  

1 Strongly disagree Strongly disagree 

1 Uncertain Agree  

1 Uncertain Uncertain  

1 Disagree Strongly disagree  

Total responses N=6   

 

All six participants know where to access specialist services that could support the care of a 

dying person with learning disability.  

Responses Pre Post 

2  Agree Agree  

1 Strongly agree Agree  

1 Strongly agree Strongly agree 

1 Uncertain Agree  

1 Agree Strongly agree 

Total responses N=6   

 

Every participant identified that they are able to discuss advance care planning and the 

wishes, needs and preferences of a dying person with learning disability with them, their 

friends or family members. 

Responses Pre Post 

3 Agree  Agree  

2 Agree Strongly agree 

1 Uncertain Strongly agree 

Total responses N=6   
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Spiritual Care and Bereavement 

Questions 30 to 33 were focused on asking questions about emotional, spiritual and culture 

support. 

All participants suggested that they felt able to identify and support the emotional, spiritual 

and cultural needs of the dying person with learning disability, their friends or family 

members. 

 

Responses Pre Post 

3 Agree Strongly agree 

1 Agree Agree  

1 Strongly agree Strongly agree 

1 Uncertain  Agree  

Total responses N=6   

 

The participants either agreed or strongly agreed with the statement, ‘I able to make 

appropriate referrals to other members of the multi-professional/ multi-agency team when I 

am personally unable to support the emotional, spiritual and cultural needs of the dying 

person with learning disability, their friends or family members’. 

 

Responses Pre Post 

3 Strongly agree  Strongly agree  

1 Agree  Agree  

1 Agree Strongly agree  

1 Uncertain Agree  

Total responses N=6   
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Three out of six participants believed they are able to assess and provide grief and 

bereavement support to a person with learning disability who is dying and/or their friends 

and family members in the aftermath of death. 

 

Responses Pre Post 

2 Uncertain  Agree  

1 Agree Agree  

1 Disagree Uncertain 

1 Agree Strongly agree 

1 Uncertain Uncertain  

Total responses N=6   

 

All six participants surveyed before and after the course believe they are able to promote 

quality and enjoyment of life for the person with learning disability who is dying for as long as 

possible by, for example, negotiating short term goals and celebrating daily achievements 

with them, their friends and family members. 

 

Responses Pre Post 

3 Strongly agree Strongly agree  

2 Agree Agree 

1 Agree Strongly agree 

Total responses N=6   
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Not all six participants answered the question, ‘What are the main problems occurring at the 

end of life that you would like to know more about or manage better?’ Those that did 

believed they would like more knowledge and confidence to manage the pain and symptoms 

of people at the end of life. 

Responses  

Pre 

‘More understanding about the medical needs of the person, procedural 
understanding in relation to different cultures’ 

‘Supporting the carers and families of the people who are at EOL, knowing where 
to get support in the community, managing EOL symptoms’ 

‘Medications for pain relief’ 

‘Symptoms and management of symptoms’  

‘I lack of knowledge around when someone is EOL and the signs and symptoms’  

Post 

‘Unsure’  

‘More videos and easy read for LD patients’ 

 ‘More in-depth knowledge around certain symptoms’ 

‘Managing symptoms’  
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Competence, Confidence, Knowledge and Skills 

Questions 35 asked participants, ‘how do you think you have most developed your: a) 

competence, 2) skills, 3) knowledge and 4) confidence as a result of completing the course?’  

The following table presents the participants answers to this question. 

 

Responses  

Competence 

 ‘I feel better informed and more confident to deliver support competently’ 

‘Clarifying current knowledge and skills’ 

‘I feel I am confident to care for an LD patient at EOL’ 

‘I feel that I have become more competent to fulfil the aspect in my role, around 
EOL that I previously was not competent in’ 

‘Increased knowledge in an area which I did not know very much about’ 

Skills 

‘I have honed and expanded my skills’ 

‘learning from other professionals’ 

‘More confident about talking about EOL with LD patient’ 

‘I have developed my skills in how/what I would say to patients/relatives’ 

‘To utilise new skills which I have acquired in practice’ 

Knowledge 

‘Knowing resources and accessibility to them’ 

‘access to resources knowing how to get around’ 

‘Gained more knowledge of alternative pain relief’ 

‘I feel i have expanded my knowledge further in symptom management and the 
non pharmaceutical approach’  

‘I have definitely increased my knowledge’ 

Confidence  

‘I feel much more confident to support at time of end of life’ 

‘feeling more confident to practice care of people with LD and EOL’ 

‘In talking about EOL in general’ 

‘Feel a lit more confident in being able to talk to patients/relatives around death 
and EOL’ 

‘I feel much more confident discussing EOL issues to client and carers’ 
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5. Discussion 

The findings provide only limited evidence of the impact of the two day training course for 

staff that care and support people with learning disability at end of life. Please see the 

Limitations section below for more of an explanation of why this is the case. All the 

participants who completed the survey viewed the course positively. Whilst we cannot 

generalise the findings across the whole cohort, that does not diminish the experiences, 

learning, and benefits for those individuals and possible future participants attending the 

course.   

 

The aim of the course was to develop staff competence, and data analysis demonstrates 

that the six participants believed that the course had helped them to improve their 

knowledge, skills, confidence, and competence. All of the participants found the course 

relevant, applicable, and stated that it provided the opportunity to learn more about end of 

life care for patients with learning disability.  A copy of the feedback comments received 

from the daily evaluation sheets is provided in Appendix 4 and Appendix 5. 

 

The data reveals that participants felt a sense of duty to provide good care for someone with 

learning disability who is at the end of life. As a result of the course participants felt more 

comfortable discussing end of life care with patients. Although a small number of participants 

found their job frustrating and anxiety inducing, post course, they were more positive and 

found the role purposeful. Participants believed that patients should have autonomy and 

where possible, be central to the decision making process around care planning and 

management. All six participants stated that someone with learning disability who is dying 

was best cared for in their home or where the individual chooses to be.  

 

In relation to the participants views of advanced care planning and symptom management all 

agreed that a person with learning disability can feel pain to the same extent as a person 

without learning disability. Interestingly, four of the six participants do not agree that people 

with learning disability are able to communicate their feelings about death and dying to 

others with ease. The participants’ uncertainty of a patient’s ability to communicate their 

feelings was reflected in many of the ‘disagree’ or ‘uncertain’ answers for assessing and 

managing (non) pain and terminal symptoms. Participants reported that they would like more 

knowledge and confidence to manage the pain and symptoms for patients at end of life. On 

the other hand, participants were aware of specialist services available that support the care 

of a dying person with learning disability and the participants were comfortable discussing 

advanced care planning with the patient, their friends of family members.  

 

The majority of participants felt comfortable supporting and assessing spiritual care needs 

and in providing bereavement support. This included speaking with family members and 

friends, but also promoting quality and enjoyment of life for the patient. The majority of 

participants also believed they were able to make appropriate referrals to other members of 

the multi-professional/multi-agency team when they were unable to provide support 

themselves. 
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Several participants identified that they needed more training in symptom and pain 

management. One participant requested resources such as videos and reading for learning 

disability patients overall. This suggested a resource gap exists for health care professionals 

and their care of patients with learning disability at end of life.  

 

An observer of the session stated that there had been more intuitive teaching than he had 

seen in the university for a while. A participant shared on the second day of the course that 

the training had already helped her so much and she felt more confident in delivering End of 

Life care for people with a learning disability, 

 

Overall for this very small sample that responded, the two day course provided the 

opportunity for participants to give valuable insights and share their experiences of working 

with patients with learning disability at end of life.  

 

6. Limitations 
 
Given the circumstances of staff sickness and organisational restructures over the period of 

the programme, it is important to highlight that the analysis of data provided by project 

partners has been completed by colleagues who were unfamiliar with the study design 

because of a change being needed in those responsible for delivering the study/report. 

Whilst the study intended to use mixed methods to triangulate data from the survey with 

observations of practice and emotional touchpoints, this did not happen. 

 

The pre and post-test survey included pertinent questions around caring for people with 

learning disability and end of life care.  

 

Important recommendations to consider are: 

1. If the programme is repeated, it will require a review and simplification of the survey 

tool 

2. The survey should be administered online for all participants as this would enable a 

more detailed analysis of data for comparative purposes 

3. The survey should be for all participants administered by the delivery partner at the 

start and end of the programme 

4. An improved simpler coding system should be used to support identification and 

pairing of pre and post-test survey results 

5. To identify how the project links in with future projects. 

6. To increase engagement from external organisations 

7. Disseminate to KCC staff. 

8. A two day side by side training course for social care and other staff, intensity to 

remain the same throughout both days or one full day training course to decrease the 

amount of DNA’s after the first training day. 
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9. A one day training course for learning disability professionals, targeting 

communication. 

10. To provide the Dementia Care pain tool app as a resource to all participants. This 

would allow carer teams to score pain observations and then be advised on the pain 

action that should be taken such as paracetamol/morphine. 

11. We would recommend that you undertake a simple pre and post-test online survey 

along with a self-assessment tool embedded at start and end of the programme as 

one of the learning activities. 

12. Focus group interviews with supporting managers would enable you to gain insight 

into the impacts on the shop floor.   

13. Given the diversity of participants you could embed a narrative activity in the 

programme to enable them to share their stories about impact by talking about 

impact on clients and their teams as part of the learning activities. 

14. If a future project was agreed, this should be linked to LeDeR and the reviews 

published. 

15. The evaluation form should be reviewed and amended. 

16. There should be a recall day for both social care and learning disability professionals 

to attend. Examples of collaborate good practice to be shared. 

17. We would look for someone with more experience with Learning Disabilities in the 

future to create the evaluation report. 

18. Focus on delivering breaking bad news training sessions after participants fed back 

that they would like a more in-depth session on this topic. 

What would be of particular interest would be a more extensive longitudinal study of 

participants’ experiences in the workplace, and to critically analyse the effectiveness of 

colleague support and healthcare training overall. 

Finally the amount of funding allocated for the evaluation was very small.  We would 

therefore recommend that the funder provide more significant investment to enable a more 

detailed robust longitudinal evaluation that could support a larger team of researchers to be 

involved.  This would enable more detailed insights into the benefits of the training and its 

impact at a number of levels of the system given the importance of end of life care for people 

with learning disability. 

 

7. Conclusions  

The participants demonstrated compassion and sense of duty caring for someone with 

learning disability at the end of life. However, there were mixed responses around (non) pain 

and terminal symptoms management. This suggested a training and/or educational gap on 

the part the healthcare profession, but significantly it demonstrated the complex needs of the 

patients that the participants cared for. Question 3 of the paper survey defined for 
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participants what a ‘learning disability’ is, but the definition covers a broad spectrum of 

intellectual and cognitive (dis)abilities. It does not necessarily translate to or prepare staff to 

care for patients with learning disability and their pain management. Though it was originally 

intended that this project would include the use of observations of practice and emotional 

touchpoint tools, it was not completed. This is unfortunate as that qualitative data could have 

grounded and expanded on this initial finding.  

 

Appendix 1: Project Proposal to Funder 

HEALTH EDUCTION ENGLAND WORKING ACROSS KENT, SURREY AND SUSSEX 

INTELLECTUATION DISABILITIES PROGRAMME 

Educational Workforce Proposal: 2016-2017 

Please use this template to respond to the invitation from Health Education England working 

across Kent, Surrey and Sussex (HEE  KSS) to request funding in 2016-2017 to improve the 

health care of people with intellectual disabilities in Kent, Surrey and Sussex by the 

education and training of NHS funded staff.  

Please ensure all the following sections are completed. 

Completed forms should be returned electronically to Rhona Westrip, Programme Manager, 

Intellectual Disabilities at HEE KSS no later than Friday 11th November 2016. 

For queries contact:  rwestrip@kss.hee.nhs.uk 

 

SECTION A:   ORGANISATION DETAILS 

 

1.  Organisation: 
Kent Community Health NHS Foundation Trust (KCHFT) 

 

2. Lead Proposer and 

their contact details: 

 

 

Mary Kirk, Head of Practice Excellence and Quality KCHFT 

Mary.kirk1@nhs.net 01622 211918 

Please include the name of an appropriate member of the Board (e.g. Medical Director. 

Director of Nursing) – who has given their support to this proposal.   

4. Executive Sponsor Ali Strowman, Chief Nurse, KCHFT 

This individual will be required to sign the contract between the organisation and HEE KSS if 

the proposal is successful. 

 

mailto:rwestrip@kss.hee.nhs.uk
mailto:Mary.kirk1@nhs.net
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SECTION B: COLLABORATING ORGANISATIONS (IF APPROPRIATE) 

5.  Please provide the names of any collaborating organisations, the lead member of staff 

from these organisations and a confirmation of their senior management support as for the 

lead organisation. 

Pilgrims Hospice Kent  

Nicola Le Prevost Associate Director, Nursing (executive sponsor Wendy Hills Director of 

Care). 

Canterbury Christ Church University  

Evaluation of the training and its efficacy in practice will be undertaken by the England 

Centre for Practice Development, (Dr Stephen O’Connor). 

Kent Community Health NHS Foundation Trust 

Matt Dodwell Head of Service - Learning Disabilities   

 

6.  Please outline why this project is best delivered collaboratively. 

 The project involves education in end of life care. KCHFT are keen to 
collaborate with voluntary, private, independent and charitable sectors. This 
will include local hospices, residential care and nursing homes, community 
carers and health practitioners including general practitioners to increase 
knowledge cross organisation by sharing knowledge and skills.  

 This project will help improve the knowledge within the Hospice of people with 
a learning disability by working closely with the learning disability team and in 
return the hospice will develop the skills of nurses, therapists and support staff 
providing care to people with learning disability. 

 Attendees for the course will be multi- organisational which will help develop 
knowledge around local resources and voluntary organisations. 

 Collaboration will help challenge thinking and enable innovation including co-
design with patients.  

 Evaluation will be undertaken by expert researchers which will enable best 
evidence using appropriate methodologies to provide a report with an easy 
read summary. 

 

SECTION C:  EXECUTIVE SUMMARY: 

 

7. Project title 

Supporting People with Learning Disabilities at end of life: A training programme to 

increase staff skills to enable people to meet their wishes at end of life. 

8. Please provide a brief overview of your proposal indicating how the need for this training 
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was identified 

People with learning disabilities often have poorer heath and die younger than the general 

population. Following the conclusion of the Confidential Inquiry into premature deaths of 

people with learning disabilities, it was discovered that standards of care people were 

receiving in many parts was extremely poor and directly contributed to people dying 

prematurely.  

The National Palliative and end of life care partnership highlighted as their key aim to “Act 

together to do all we can to achieve for everyone what we would want for our own families at 

end of life.” The Alliance highlighted “It is vital that every locality and every profession has a 

framework for their education, training and continuing professional development to achieve 

and maintain competence and allow expertise and professionalism to flourish”.  

This project aims to support staff to have the knowledge and skills to provide suitable 

planning for, and to provide appropriate care at end of life. 

As part of KCHFT standards the Trust End of life steering group, working with the Nurse lead 

for End of Life Care put together a validated training programme for development of staff 

competency supporting end of life care. The training programme, along with an audit looking 

at patients with a learning disability who died in 2016, highlighted that learning disability staff 

had gaps in knowledge in end of life care management. Brief interventional training was 

established but it was identified a more robust programme needed to be developed. 

Following the programme the Hospice will lead on developing specialist information and 

materials for supporting people with a learning disability at end of life. 

Canterbury Christ Church University will act as a collaborative partner to evaluate the 

outcome of the training. This will include surveys, case studies and telephone follow ups to 

identify the applied benefits. This will also include utilising “emotional touch points” within the 

evaluation and include an appropriate range of evaluation methodologies. 

 

 

SECTION D:  DETAILS OF THE PROGRAMME 

 

9.  Please outline the educational content of the course including the learning outcomes  

Outcomes: 

 Staff will have increased knowledge with reference to current guidance in evidence 
based patient care for  someone approaching end of life 

 Staff will have examined  what is important for individuals,  carers, friends & family at end 
of life 

 Staff will have considered  practical ways to improve comfort and dignity at end of life 
 Staff will have developed improved  confidence to communicate any changes in 

condition to relevant teams and support services 
 A more developed understanding of  the importance of multidisciplinary working at end of 

life to deliver person centred care 
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 Increased knowledge by staff of who to refer to when individual may have symptoms at 
end of life and understanding use of key assessment tools both generic and specialised 
for people with a learning disability. 

 Increased awareness of National policy, including NICE guidance, Ambitions for end of 
life. 

Training will involve :  

 Two day Workshops: 
Content will include:  

 Find out the groups understanding of terminology. What is meant by end of life care and 
palliative care and when does it start? 

 Use of case studies following reviews of patients who have died and been reviewed by 
the KCHFT mortality surveillance group utilising a lessons learnt approach 

  What do patients, families and other healthcare professionals understand?  
 Explore differences between care planning, advance care planning and anticipatory care 

planning 
 Ensure key points covered around holistic approach, communication and introduce idea 

of advance care planning, DNA CPR & bereavement 
 Identify links to resources and further training packages 
 Review of National guidance and current thinking In end of Life Care ( Ambitions, NICE, 

CiPolD) 
 Current local policies and guidance 
 Guidance on personal care, tissue viability, mouth care, equipment in relation to end of 

life care 
 Nutrition and Hydration with reference to ethical considerations 
 Considering individualised care plans 
 Identifying who can enhance care 
 Understanding Needs of Carers 
 Showing empathy and development of communication skills  
 Understanding the importance of seeking patient/carer feedback 
 Review of Symptoms at end of life 
 Assessing symptoms utilising recognised tools and care planning ( focusing on 

appropriate tools for people with learning difficulties) 
 Seeking advice for symptom management  
 Understanding care and treatment and when to seek advice 
 Understanding of care variation in varying diseases e.g. Heart Failure, COPD, Diabetes 

 Discussion of competency 
 Developing areas for individual improvement 

 
Followed by use of  

 Elearning: - Training and Education platform utilising the E lfH platform and 
the Advance care planning training developed within Kent 
http://www.canterbury.ac.uk/health-and-wellbeing/advance-care-
planning/home.aspx  

The training will be run over a period of 8 months to allow the evaluation to be completed 

within a 12 month period. 

It is expected that future updates for staff will involve collaborations cross agencies to 

develop future events and forums to bring together interested parties and share knowledge 

and best practice. This will include linking into mortality review programmes across the 

county. 

 

http://www.canterbury.ac.uk/health-and-wellbeing/advance-care-planning/home.aspx
http://www.canterbury.ac.uk/health-and-wellbeing/advance-care-planning/home.aspx
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10.  Please indicate how you will ensure the training is multi-professional and how it meets 

the aims of the project 

The E-Learning platform was developed to encompass use with a specific module on 

learning disabilities and was specifically aimed to be suitable for Nurses, GPs, AHPs, and 

the general public. 

The classroom taught sessions will be developed and advertised to nurses, therapists and 

care staff cross sector. The training days will be advertised with set numbers of staff 

available to attend each session  ( e.g. for a course of 20 attendees 10 will be for nurses with 

5 places for support staff and 5 places for allied health professionals). 

The on-going development of materials and training for future end of life training will 

encompass learning from the taught sessions and participants will be asked to participate in 

the future development of materials/future training. 

 

SECTION E: SUCCESS CRITERIA 

11.  Please provide specific details to demonstrate how your proposal meets the following 

criteria  

Evidence of Capacity to Develop and Deliver Programme 

 

 Agreement on a project team from participating organisations including an expert by 
experience 

 Strong governance structure 

 Support from established expert and advisory learning disabilities group for Kent, 
Surrey and Sussex and from Kent Education forum 

 Success in delivering previous projects both on time and to budget  
 

Expertise of Educators 

 

 Hospice clinical educators holding PGCert Ed and MSc. in palliative and end of life 
care 

 Expert by experience ( family member) 

 Learning Disabilities Senior Nurse – Expertise in learning disabilities clinical and        
educational practices 

Integration and Co-ordination with regional or Kent, Surrey and Sussex local activities and 

priorities, including STPs and / or TCPs 

 

• Integration through the Kent, Surrey and Sussex Health Intelligence Group 

• Aim to supports and works in partnership with the regional LD network 
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• Supports local STP goal through proactive education rather than reactive response 

Impact on Practice 

 

 Improve and steer best practice for caring for and supporting people at end of life 
with learning disabilities and those important to them 

 Educates the non-registered workforce and increases collaboration cross agency 

 Evaluation report and sharing of outcomes and findings at regional conference 
 

 

Budgeted Plan – Project Management and Value for Money 

 

We believe this project will have a positive impact on: 

 Reducing unnecessary admission to hospital at end of life 

 Improved experience for people at end of life 

 Increased knowledge and job satisfaction for staff 

 Improved treatment and care at end of life 

 Improved multiagency working 

 

SECTION G: FUNDING: 

12.  How much funding is required for this 

proposal: 

 

Please ensure a breakdown of costs is included in the appendix 

 

SECTION H:  APPENDICES: 

13. Please attach/embed 

any documents to support 

your proposal e.g. costs 

breakdown; 

qualifications/experience 

of trainers, facilities, details 

and evaluation of existing 

programmes; capacity 

 

http://www.annrobertsoncentre.org/?_sm_au_=iVVwjJnpvjZvvpvw 

budget for bid.docx

 

 

http://www.annrobertsoncentre.org/?_sm_au_=iVVwjJnpvjZvvpvw
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Appendix 2 Copy of the 2 Day Course Programme 

Caring for people with learning disabilities – end of life training programme  

Day I 

Time Session Facilitators Activity/Content 

09.00 Coffee and registration   Sign and take workbooks 

09.15 Welcome and housekeeping Project team e.g. Shane/Nicola 

/Pene 

Housekeeping specific to site 

etc. 

09.25 Introductions  Project team e.g. Shane/Nicola 

/Pene 

Hello my Name is /LD team 

exercise 

 

09.45 Setting the Scene for LD and 

EoLC 

Pene/LD specialist team Nature and impact of LD, health 

issues and main causes of 

death 

11.00-11.15 Coffee   

11.15 

Understanding Death and 

Dying  

Pilgrims e.g.  Nicola/Linda Euphemisms exercise/language 

used 

What is EoLC/palliative care 

Context EoLC policy etc. 

Application to LD 

Recognising dying/physical 

signs  

12.30-13.15 Lunch   

13.15 Communication skills  Pilgrims + LD team LD core skills 

Relevant to  LD / dementia and 

EoLC  

LD team role play 

miscommunication 

14.30-14.45 Tea   

14.45  Advance Care Planning  Pilgrims e.g. Linda/Nicola Ascertaining needs and wishes 

of people with LD at the end of 

life and agreement with 

families/carers 

When I die document 

15.45 Consent and Capacity in LD Team Group work and issues to be 
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EoLC raised  

Case study discussion  

16.45 -17.00  Round up and Close Nicola/Linda /Pene   

 

Day 2    

Time Session Facilitators Activity/Content 

09.00 – 

09.15 

Coffee and registration  

Welcome  

Feedback from last session  

Nicola / Linda  /LD Team  Pens and post its on tables 

Sign in  

PPT slide 2  

Table discussion [5 mins] to 

reflect on impact of last session 

and workbook exercises 

Facilitate feedback of key points 

collectively to whole group  

09.15 -11.00 Assessing and managing 

symptoms  

Nicola / Linda 

 

 

 

 

 

 

 

LD team explain DIS DAT 

passport use 

PPT slide 3-5 

Principles of symptom 

management  

Table exercise holistic care - 

PPT slide 4 

PPT slide 7 – Assessment tools 

[put out copies on tables with 

symptom control booklets] 

Table exercise to critique tools 

and then collate feedback 

positive and negative  

PPT  8- 13 Common symptoms , 

recap pain 

Table exercise pain quiz 

PPT  14-20 - select 

appropriately for group and 

discuss 

NB: PPT 21 group work case 

study do this after care planning 

or in the afternoon  

PPT 22-23 medication 

administration  
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PPT 24 clip on symptom control 

to recap 

11.00-11.15 Coffee   

11.15-12.45 Care Planning  PPT slides 27 -30 

Ambitions and PPC  on tables 

Table exercise - laminated 

circles to demonstrate who 

should be involved in care in 

differing situations 

Put these on wall to get group to 

review and notice any 

differences/omissions 

What assists care planning?  

Group work – design poster in 

easy read or similar.  Feedback 

to whole group 

Case studies and feedback?  

12.45 -13.15 Lunch   

13.15 Supporting people with 

learning disabilities their 

families and carers   

LD team PPT 32-35 Referral form and 

case study  

PPT 36 film clips to show  

14.30-14.45 Tea   

14.45  Bereavement and Loss  Nicola / Linda PPT 37- 44 

Theories that they are aware of? 

Homer Simpson clip to recap 

Kubler-Ross 

Stroebe 

Table exercise facing loss use 

hand out diagram on table 

Use of language and 

explanation pairs exercise 

devise a saying to explain 

feelings of loss for LD 

Bereavement risk assessment  

Bereavement support model 
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15.45 Caring for ourselves  Nicola/Linda   PPT 46 – 50 

Explore compassion  

Understand burden on self  

Recognise stress – group work 

to identify stressors 

Ways to take care of ourselves 

16.45 -17.00  Action planning and 

evaluation , close 

Nicola/Linda   PPT 51 

Key point from today is? 

Recap Action plan and return to 

ARC when reviewed 

CCCU written evaluation form 

given out and collected + 

Pilgrims form 

Certificate of Attendance 

 

 

 Appendix 3: Ethical Compliance Letter  
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Appendix 4: Feedback reviewed from the daily evaluation sheets 
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feedback 
comments.pdf

 

Appendix 5: Evaluation sheets comments 

 

Course Evaluation 
comments.pdf

 


