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Executive summary

This report provides a summary of an intervention funded by the St James’ Place Foundation via
Hospice UK and was called ‘Hospice facilitation of training EKHUFT healthcare professionals in end of
life care discussions and planning.” The main intervention was a series of workshops at all three
hospital sites at East Kent Hospitals University Foundation Trust (EKHUFT). Questionnaire data from
the workshops showed an increase in confidence in end of life discussions, with the largest increase
in confidence seen in the area of documentation. This report also details other activities carried out
by the End of Life Care Facilitator during the yearlong project and concludes with recommendations

to further facilitate end of life discussions and planning beyond the life of the project. These include:

e Further use of the ‘solution focused’ methodology in the provision of training and education

e Aclear, consistent place to record end of life discussions and decisions in hospital notes

e A functioning electronic system that can be viewed by all services involved in a patient’s care
at the end of their life

e A dedicated End of Life Care Facilitator at each hospital site.
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1. Background and purpose

This project report will begin with the original background and purpose of the project as stated in
the proposal submitted to Help the Hospices (now Hospice UK). There will then be a summary of how
the proposal was interpreted and what interventions were provided, followed by any lessons
learned, outstanding issues and limitations of the project. Finally there will be a discussion and

recommendations for the future.

The aims of the project were: to facilitate advance care planning discussions and documentation,
enabling patients to be discharged from hospital to their preferred place of care and to make
changes that will lead to improved coordination and quality of end of life care (EoLC) that is patient-
centred. The plan was to achieve this by delivering training in discussions and planning about EoLC
choices, primarily to hospital staff working for the East Kent Hospitals University NHS Foundation
Trust (EKHUFT). The primary outcome was for staff to identify and record patient preferences on an
Electronic Palliative Care Coordination System (EPaCCS) wherever possible. EPaCCS is an IT system

that provides access to patient information for professionals across different settings.

The proposal broke the planned interventions down into three areas:

1. Training hospital staff to lead EoLC discussions and planning, focusing on
enhancing communication skills and confidence among staff.

The Facilitator will deliver short, simple and tailored group workshops based on the SAGE &
THYME model - an established approach to healthcare communication undertaken by
thousands of NHS staff that centres on listening and responding to patients' concerns and
incorporating advance care planning for EoLC patients (University Hospital Manchester,
2013).

2. Training hospital staff to record and review patient preferences on EPaCCS with
the view to implement them wherever possible.

This is compatible with NHS Improving Quality's targets by 2015 for 70% roll-out of EPaCCS
across England from a baseline of 15%, and increasing deaths in people's usual place of
residence from a baseline of 39% to 47% - part of the Transform Programme to improve
EoLC in acute hospitals (NHSIQ, 2013)

3. Organising joint forums to facilitate lasting relationships and information
sharing between professionals from hospitals, the community, care homes and hospices.
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The scope of the project was purposefully narrow yet flexible, focusing on identified unmet local
needs. Hospital teams were prioritised for training because they care for the patients before
discharge from hospital to their preferred place, leading to a direct impact on patient care according
to their wishes. Increased use of the local EPaCCS system, Share My Care, was also identified as
being of importance. Aiming for early registration on EPaCCS is consistent with the Dying Matters
Coalition's 'Find Your 1%' campaign (NHSIQ, 2013a, NCPC, 2012). Moreover, accommodating
individual care preferences through staff training and forums for partnership working, driven by a
Facilitator, are practical and established activities to improve the current situation (NHSIQ, 2013b,
Wye et al 2012, Croucher et al, 2013).In the London EPaCCS project, 78% of patients' preferred place
of death has been achieved (NHSIQ, 2014a).

The proposal identified three outcomes:
e Increase the number of practitioner-led EoLC discussions and planning, resulting in more
patient preferences recorded.
e |ncrease the number of patients being cared for in their preferred place (and decrease
hospital deaths) - congruence between preferred and actual place of care.
e Improve confidence and competency of trained hospital staff, measurable using self-report

questionnaires

In order to meet these proposed outcomes the proposal suggested the following activities for the

End of Life Care Facilitator:

e Develop interactive training workshops for hospital staff in timely and sensitive EolLC
discussions and planning, and using EPaCCS to record patient preferences.

e Raise awareness of the project to build working relationships quickly e.g. attend key EoLC
meetings and identify internal publications.

e Arrange forums for ongoing collaboration between healthcare professionals, service users
and carers/families.

e Administer questionnaires to staff pre, post-training and post-intervention.
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Measures were suggested that could sustain the work beyond the life of the grant:

Encourage hospital teams to identify project champions to maintain enthusiasm, teach new
colleagues and influence change during and after the project

Create guidelines regarding care processes to direct future care

Engage commissioners/CCGs and other potential investors with the project evaluation report
complete with recommendations, following monthly progress reports to build interest. Use
outcome data to support business cases and requests for funding

Apply for further funding and bigger grants to incorporate lessons learnt and roll-out training
to other professional groups across the locality including GPs and care home staff

Joint forums will help foster enduring collaborative working between hospital staff and a
diverse range of health and social care professionals that should continue to flourish

Charging for training in the future to keep the EoLC Facilitator in post.

How achievable these activities, outcomes and measures were, and how they were met will be

discussed in the next section.
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2. Project work

The project began in July 2014 with a six week scoping exercise. During the scoping exercise
meetings were held with Sue Cook Consultant Nurse in Palliative Care, Palliative Specialist Nurses at
all three hospital sites — to hear their concerns and aims for the role which included: culture change,
education regarding ceiling of care, advance care planning and the use of the End of Life

Conversations form (a local initiative in the Trust).

A meeting was also held with the Trust IT where it was reported that because one of the 4 CCGs in
the area had not bought into Share My Care (the proposed EPaCCS system), there was ‘read only’
access for EKHUFT staff. This meant that the project’s main aim of increasing the recording of
preferred place of care/death on Share My Care was not possible. This also meant that it wasn’t so
easy to measure the success of the project through before and after data gathered from Share My
Care as per the proposal. To compound this problem the use of the Liverpool Care Pathway
document had been discontinued which meant staff were no longer recording the patients EoL plans
and wishes on one easily auditable document, kept at the front of the notes. It also meant that there
was no document to steer people towards during training to give them a concrete guide when

carrying out EoL conversations and documentation.

Personal and professional development for the facilitator included Sage and Thyme training in end of
life conversations, End of Life Care for All e-training (eELCA) regarding advance care planning and
advanced communication skills. Public speaking training was also undertaken to enhance teaching

and presentation skills.

The facilitator took into account all elements of the scoping exercise to formulate workshops as the
main intervention, using questionnaires pre and post training as a measure. A summary of project

work carried out to meet other aspects of the proposal is listed below.
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Project work carried out:
a. Workshops

A total of 20 workshops were planned by the EolLC Facilitator across the three hospital sites to
deliver the EoLC discussions and planning training. However five of these workshops were cancelled

due to low booking numbers.

Delivering training on EoL conversations and documentation requires a wide range of topics to be
covered which would be difficult to present through a conventional PowerPoint teaching session. As
well as the areas outlined in the Five Priorities of Care for the Dying Person (NHSIQ, 2014b), there are
also elements to include in an Advance Care Plan (ACP) such as Advance Decision to Refuse
Treatment (ADRT) and Do Not Attempt Cardiopulmonary Resuscitation (DNACPR). Advanced
communication skills are also a key element in Advance Care Planning and this training was not part
of the project brief. It was therefore decided that the most appropriate approach to use in the
workshops to achieve the aim of the project was solution focus (SF), as it is based on building on
existing knowledge and skills (Kennedy and Coombs 2011). The workshops utilised a framework for
solution focused coaching called OSKAR which stands for Outcome, Scaling, Know-how and
resources, Affirm and action, Review (Jackson et al 2007, Mckean 2015). This framework was chosen
as it has been tested and used to help the coach focus on conversations and helping participants find
a way forward. The model was adapted to suit the workshops and also influenced by Kennedy and
Coombs (2011) approach to their workshops. The EoLC Facilitator conducted a pilot session with
hospice staff prior to the running the workshops in the hospital Trust in which the method and the

guestionnaires were tested and feedback was gained.

The workshops began with an explanation of the project and facilitator background and most
importantly the question, ‘What would need to happen here today for you to feel that this was a
worthwhile session?’ This was written down on a flip chart and returned to at the end of the session
to illustrate that individual session goals had been met. This enabled the session to meet individual
needs; the content of it shifting according to those needs. This question also helped to set the scene
and the expectations of both participant and facilitator and encouraged those who mostly wanted

talk about problems on the ward to engage in solution focused talk.

A more in-depth analysis of the data can be found in Section 3 ‘Data and findings’ in this report.
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b. Links with the Community

Making links with the community included the delivery of two DNACPR talks as part of Protected GP
Learning Time events. These were at the beginning of the project and also served to help to educate
the facilitator on the principles of DNACPR, as well as the concerns of health professionals and the
relevant case law. In these talks the need to include patients in conversations, to document and to
share was emphasised. It was also highlighted that EPaCCS is part of a strategic goal of the

Department of Health but also the South East Coast Clinical Senate.

Links were made with the newly recruited Community EoL Facilitator and the newly established
Local Referral Unit (LRU). The main aim of the LRU is to reduce hospital admissions and to that end

they had arranged ‘view only’ access to Share My Care.

Multiagency forums were not organised as there are many of these already occurring, for example,
the local neighbourhood care team meeting which is attended by Mental Health, Social Services,

Community and Hospice representatives from the local CCG.

c. Link nurse re-launch

To meet the goal in the proposal of promoting and embedding good practice on the wards, as well
as creating a forum (albeit not multidisciplinary), a Link Nurse event was arranged with the Palliative
Nurse Specialists and Cancer Nurses Specialists who had lost momentum with the recruitment and
education of link nurses on the wards. This also helped to meet the goal of identifying advance care
planning champions as these individuals are already enthusiastic about best end of life care practice.

The Specialist Nurses have already planned their next event.

d. Workbook

The EoLC facilitator worked towards putting together a care planning ‘workbook’ in order to
facilitate end of life conversations beyond the end of the project which could be taken forward by
hospice staff. This workbook is not to be a formal document, but rather a prompt or aid for
professionals who wish to help patients think about their current and future care wishes. It will be a
versatile document that can be used by any profession or grade in any setting in a collaborative way
with the patient. The patient will be able to fill it in on their own or with the professional, which

gives the patient the option of taking their time to think about the questions/prompts within the
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document. The idea for the workbook came from the workshops where people were asking for
guidance and help initiating conversations. People were keen on the Dying Matters leaflets but they
are not in the workbook format, and also have a cost attached. Furthermore, a workbook that is

produced by a trusted and local source such as the Hospice is likely to have a greater uptake.

e. Other activities
Other activities included:

e Input on the development of the Pilgrims Hospices Advance Care Planning policy liaising
with Age UK and put them in touch with the Lions Club as they were keen to provide
‘message in a bottle’ bottles: a very basic way of sharing information and promoting the
communication of important patient information.

e Lliaising with Pilgrims Hospices education department about planned Gold Standards
Framework work to see if there was any role for the facilitator to play at present. There was
not but this could be an area of work for a permanent/local EoLC Facilitator in the future.

e An attempt was made to be involved in the EoL documentation steering group so that staff
feedback gathered at the workshops could be included. Unfortunately this was not possible.

e Advice given on how to make a joint Primary and Secondary Care meeting more “solution
focused” when tackling how to improve communication regarding end of life care and

wishes.
Dissemination
Dissemination activities included:

e one hour presentation and Q&A at Pilgrims Hospice Research Day 20" May 2015

e poster presentation at a research symposium at EKHUFT 19" May 2015

e summary given at the End of Life board at EKHUFT

e summary given Grand Round at all three EKHUFT sites

e article for InterAction journal regarding the solution focus methodology (Mckean 2015)
e eHospice article: http://www.ehospice.com/uk/Default/tabid/10697/Articleld/15241
e lay summary

e Press release via Hospice website.
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3. Data and findings

Questionnaire data

As discussed above it was not possible to gather pre/post intervention data from Share My Care as
hospital staff were unable to enter patient preferred place of care/death as they had ‘view only’

access.

Fifteen workshops were conducted across the three hospital sites. In total 153 people attended the
training. Staff groups included nurses, medics (F1 to consultant), occupational therapists,
physiotherapists, health care assistants, therapy assistants and all grades of theatre and day surgery

staff.

As part of the solution focus method a scaling approach was used to track changes in confidence in
the different areas of end of life discussions and conversations in a questionnaire before and after
the workshop sessions (example in Appendix a). The use of scaling gave the participants the
opportunity to recognise even small increases in confidence (Jackson et al 2007).

The pre/post questions included the following rating scale and questions:
Not very confident 1 —2—3—4—5—6—7—8—9—10 Very confident.

1. How confident are you in initiating conversations about preferred place of care with a
patient?

2. How confident are you in continuing these conversations?

How confident are you initiating conversations about preferred place of care with

family/carers?

How confident are you in continuing these conversations?

How confident are you in having conversations about DNACPR with patients?

How confident are you in having conversations about DNACPR with family/carers?

How confident are you that you know what to do when a question is asked that you are

unable to answer?

8. How confident are you in the documenting of Advance Care Plans?

w

Nouwus

110 of the 153 workshop attendees filled in both the pre and post-workshop questionnaire as some

arrived late or left early due to work commitments.

The mean results below show an increase in confidence experienced in all questions with the biggest
increase (2.09) in Question 8. The mode also shows the biggest increase in the most common

response. Question 8 was ‘How confident are you in the documenting of Advance Care Plans?’ It is
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interesting that such an increase in confidence was felt in the area of documentation when the
facilitator was unable to show participants either paper or electronic documentation because these
are still in development. This indicates the power of solution focused training and points to an area

of further research.

Table 1: Mean score and difference

Mean score
Q1 Q2 Q3 Q4 Q5 Q6 Q7 Q8
Pre | Post | Pre | Post | Pre | Post | Pre | Post | Pre | Post | Pre | Post | Pre Post Pre Post
64|76 |63|76|63|76|63|76|55/68|57[69|65| 76 |45 | 6.6
Difference
1.14 1.32 1.28 1.33 1.36 1.15 1.06 2.09

Figure 1: Mean score

8 —
7 -
6 .
5 .
Average
4 -
Answer
3 .
2 .
1 -
0
Pre |Post Pre |Post Pre |Post Pre |Post Pre |Post Pre |Post Pre |Post Pre |Post
Q1 Q2 Q3 Q4 Q5 Q6 Q7 Qs
Question

10
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Table 2: Mode, maximum/minimum value and range.

Ql Q2 Q3 Q4 Q5 Q6 Q7 Q8

Pre |Post |Pre |Post|Pre |Post |[Pre |Post [Pre Post |Pre |Post [Pre |Post |Pre [Post

Mode 6 8 6 9 |7 8 5 8 9 9 8 9 8 8 3 8
Max

Value 10 (10 |10 10 |10 |10 |10 |[10 |10 10 (10 (10 (10 |10 (10 |10
Min

Value 1 3 1 3 11 3 1 2 1 1 1 1 1 1 1 1
Range 9 7 9 7 9 7 9 8 9 9 9 9 9 9 9 9

Further information on the individual data pre and post for each question is in appendix b.

Workshop feedback and themes

The workshop participants were encouraged to co-construct a ‘preferred future’ where advance

care planning is working perfectly. They were split into groups of three or four and asked to put

themselves in the shoes of patient and: ‘Imagine advance care planning is working really well. What

would it look like?” Themes that emerged were:

Respectful of patients wishes

Family/carer/patient/MDT fully aware/informed

Clear/effective communication

Involvement and inclusion

Most common

Healthcare professional to explain the process of dying/consequences/risks (educate)

Clear documentation

Pain controlled/adequate meds/comfort

Documents shared with patients, GP, ambulance crew, family members

Patients have been provided with choices, realistic plans

Time allocated

Listening & giving time for patients to express themselves

Acknowledge things may change/acceptance

Quite common

Patients can change their mind if they so wish (if clinically appropriate)

DNACPR conversation

Accessible, understandable, jargon free - all parties

Reviewed and updated regularly

Quiet environment - Comfortable place - dignity

11
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Next the groups were asked: ‘What is the next step to move toward the ideal advance care planning
you just described? What would need to happen? What would it look like?’ Themes that emerged

were:

Training and education

Clear communication between doctors, nurses, patients and families

Quality time - no interruptions

Most
common

Money/funding/budget

Regular updates from IT re: new systems/simpler IT systems that talk to each other

Availability of appropriate documentation

Clearer documentation

Take responsibility - talk about death

Public awareness - information packs, GP surgery leaflets, approved persons to give advice
e.g. libraries/pharmacies/clinics

Reviewed and updated regularly

Quite common

Culture change in society regarding death — talking about it

It is interesting to note that the ‘most common’ responses are more aspirational and “vague”at a
higher level. Whereas, the ‘quite common’ responses describe practical steps that could be made to
achieve perfect ACP. Both sets of responses also describe the barriers staff are experiencing with
end of life conversations and documentation in the acute setting. Again this indicates the power of
the solution focus approach where the barriers to practice are explored without the use of ‘problem

talk’ thus avoiding training becoming negative and problem focused.

A full list of all emerging themes is in appendix c.

“Baby steps” and feedback

The other benefit of the solution focus method was the use of the “baby step” which was the next
part of the workshop, which encouraged participants to break the next steps down into a more

personal and achievable goal.

In accordance with the solution focus methodology participants were asked to think about a small,
manageable step toward the ideal advance care planning they had described in the groups. 106
‘baby steps’ were completed. The baby steps showed that people took away a range of things from
the sessions, including: taking responsibility for ensuring process/procedures are happening;

initiating conversations; seeking patient thoughts.

12
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All baby steps are included in Appendix d and an illustrative selection is given below:

‘Ensuring doctors/MDT have spoken to families and patient and that they are all fully informed
and have no questions.’

‘Initiate “difficult’ conversations as soon as possible so opportunities are not lost.’
'Speak to patients more openly and invite them to tell me what they want and expect.’

‘Discuss with patient their understanding of situation once medics have confirmed end life stage.
Try and ascertain patients own discharge destination at soonest opportunity rather than await
palliative input.’

‘Complete an audit including patient and family feedback to improve the process overall.’

Some people wrote down a step that was personal rather than professional and some wrote a

mixture of both, for example:

‘1. Better communication with patients/family, 2. Share ideas with colleagues, 3. Challenge

medical decision , 4. Discuss with my family about ACP, 5. Write my will.’

One response was also deeply personal and showed a profound effect that enabled the participant

to deal with death in their own life.

Participants who wrote a baby step were emailed by the facilitator 1-3 months later to find out if
they had been able to achieve their baby step. Only 16 out of 106 responded to these follow up
emails which was disappointing but not that surprising given that the majority of workshop
attendees worked in a ward setting rather than desk jobs, and so had limited access to computers in
their working day. Contacting participants by phone would have been inconvenient for staff and
difficult for the facilitator to achieve. Ideally the facilitator would have been able to follow up
individually or in focus groups in order to gauge if the increase in confidence had continued, if baby
steps were completed, or if some facilitation would help them complete their step. The 16 responses
were still interesting. One reported that they were too busy to be able complete their baby step of
asking patients what their plans were at discharge. This was disappointing to hear but does give an
example of why end of life conversations are not happening more readily. People feel they are too
busy. This is an area that needs much more research as wards are becoming busier and more
stressful as efficiency measures continue and the elderly population rises. Other responses (see

Appendix d) showed the baby step had been completed and the workshop had been of benefit.

13
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4. Discussion and recommendations

It was possible to meet the major goal of ‘Training hospital staff to lead EoLC discussions and
planning, focusing on enhancing communication skills and confidence among staff’. As discussed
above this is evidenced by the pre/post workshop questionnaire results. These results show that

further training of this nature would be beneficial to staff and ultimately patients.

It was found that the benefits of this solution focus (SF) approach to end of life (EoL) conversations
and documentation training were:

e Flexible and easily tailored to needs of participants and different groups of professions and
bands, whilst covering all the areas involved in EoL conversations and documentation.

e Can be used with homogeneous groups but varied groups increased information sharing and
improved the learning experience. It also helped professions to recognise everyone has a
part to play and that many are feeling the same way about the subject or are ‘all in the same
boat’. This also helps to reduce the blame culture and the feelings that EoL conversations
are someone else’s responsibility.

e The group were empowered to take a small but manageable step towards the ideal, which
provided motivation and increased confidence and self-efficacy. It will also promote
personal responsibility for their small step toward the ideal but for the whole system.

e Sharing experiences both good and bad, with the facilitator always focusing on the good
practice rather than the ‘failed discharge’, helped to share real life examples of good
practice whilst acknowledging that sometimes no matter how hard we try a situation will not
work out the way you or the patient want it to due to external influences that cannot be
controlled.

For these reasons it is possible this form of training could contribute to a reduction in staff burnout,
benefiting staff and healthcare as a whole. From the pre-post questionnaire findings it is clear that
the training sessions increased staff confidence, particularly relating to documenting conversations.

The lack of access to Share My Care presented a significant hindrance regarding meeting a major
objective of the project of ‘Training hospital staff to record and review patient preferences on
EPaCCS with the view to implement them wherever possible’. However as the project reaches its
conclusion progress is being made to link different computer systems in order for the hospitals, GPs,
ambulance service, community services and hospice to be able to access the information required
regarding end of life wishes of patients. Furthermore, the lack of a paper document at the front of

the notes, such as the Liverpool Care Pathway, meant that notes were not easily auditable regarding

14
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the recording/reviewing of patient preferences. Again as the project reaches its end there appears to
be a move to introduce another form of documentation for End of Life care in the Trust. The lack of
auditable data meant the success of the workshops in terms of increased documentation could not

be measured.

There were limitations inherent in this yearlong project relating to time and location which made
relationship building with the hospital trust important for the success of the project. Once the
workshop was devised and pilot tested, eight weeks was required for staff to have the session
rostered in to their off-duty. This left an 8 month window in which four sessions at each site were
arranged. However five were cancelled due to poor attendance (6-10 people were required for an
optimum workshop to generate information sharing and debate). Poor attendance may have been
caused by the workshops being in quick succession in a short space of time. Attendance was best
where the facilitator had been able to build up a good relationship with key staff as well as the
education centres. For example, there was a high turnout of therapists at one site following contact
being made with the head of therapy and because the EoLC facilitator knew therapists personally at
that site. On another site there was a very keen ward manager who the EolLC facilitator built up a
good relationship with and she continued to send her nurses throughout the project. Getting to
know these key people on all three sites was a difficult task and may have been easier to achieve if
the EoLC facilitator had worked on site rather than just at the hospice. To encourage physicians to
attend, Royal College of Physician CPD points were arranged, but this did not prove to be a big
motivator for attendance. The workshop was then adapted to be delivered at F2 training sessions
where it was successful. After these sessions a summary of the intervention was given at Grand
Round on all three sites and helped to foster a better relationship with senior physicians, that could

have been capitalised upon if the project were longer or the post permanent.

It is recommended that a dedicated EoL Facilitator is employed at each of the Trust’s three hospital

sites. A local EoLC Facilitator would:

e Roll the SF training out all year round together with advanced communications training,

which would also have a SF methodology.

e Go on to the wards to support staff to achieve their baby steps and for them to share their
knowledge with other staff members. Provide a sounding board to help staff to think about

their practice and good or bad experiences.

15
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e Support EoL link nurses on wards to be empowered to promote cultural change and good
practice. This would then free up Palliative Clinical Nurse Specialists to do their clinical work.
The EoLC Facilitator could also cover any other generic EoL work that does not require a

specialist nurse.

e Provide training to every new set of F1 doctors in order to really start to influence the
culture and therefore improve patient experience and outcomes. There could also be an EolL

element to the staff induction.

e Represent staff at working groups or meetings, such as the EoL documentation working
group, to ensure the staff voice is heard and that outcome of the meetings is fed back to

interested parties.

e Foster links with community Eol Facilitators, GPs and the local hospice and feedback

community developments to ward staff. Introducing an SF approach in meetings.

e Champion Share My Care/provide training on whatever EPaCCS system is put in place in the

future.

This EOLC Facilitator role would help the Trust to meet the needs identified by staff in the second

group activity of how to achieve perfect ACP which included:

e Improved communication (interdisciplinary and with patient/family)

e Improvements to IT to better communicate patient wishes; advanced communication and
advance care planning training for all staff

e Individual professions to take ownership of their role in ACP;

e Staff to have time to reflect and give/receive feedback in order to foster a culture where
staff are informed, engaged and empowered regarding EolL conversations and
documentation, but have confidence that wider issues are being tackled by management

and are not their personal responsibility.

16
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Further recommendations to facilitate EoL discussion and documentation also include:

e Aclear and consistent place to record EoL discussions and decisions in hospital notes.
e A functioning EPaCCs system that allows end of life discussion and decisions to be shared
with all those involved in a patient’s care, for example, all hospital sites, community sites,

ambulance services and the hospice.

17
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Appendix a — Workshop questionnaire example

Band:

Advance Care Planning workshop
Pre/post-workshop questionnaire

Medical/Surgical/Community (circle)

How confident are you in initiating conversations about preferred place of care with a
patient?

Not very confident 1 —2—3—4—5—6—7—8—9—10 Very confident

How confident are you in continuing these conversations?

Not very confident 1 —2—3—4—5—6—7—8—9—10 Very confident

How confident are you initiating conversations about preferred place of care with
family/carers?

Not very confident 1 —2—3—4—5—6—7—8—9—10 Very confident

How confident are you in continuing these conversations?

Not very confident 1 —2—3—4—5—6—7—8—9—10 Very confident

How confident are you in having conversations about DNACPR with patients?

Not very confident 1—2—3—4—5—6—7—8—9—10 Very confident

How confident are you in having conversations about DNACPR with family/carers?

Not very confident 1—2—3—4—5—6—7—8—9—10 Very confident

How confident are you that you know what to do when a question is asked that you are
unable to answer?

Not very confident 1—2—3—4—5—6—7—8—9—10 Very confident

How confident are you in the documenting of Advance Care Plans?
Not very confident 1—2—3—4—5—6—7—8—9—10 Very confident
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Appendix b — Workshop questionnaire data
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Appendix ¢ - Workshop group work feedback summary and themes

Advance care planning is working really well, what would that look like?

S Respectful of patients wishes

E Family/carer/patient/MDT fully aware/informed

S Clear/effective communication

2 Involvement and inclusion

2 Healthcare professional to explain the process of dying/consequences/risks (educate)
Clear documentation
Pain controlled/adequate meds/comfort
Documents shared with patients, GP, ambulance crew, family members
Patients have been provided with choices, realistic plans
Time allocated
Listening & giving time for patients to express themselves
Acknowledge things may change/acceptance

S Patients can change their mind if they so wish (if clinically appropriate)

E DNACPR conversation

8 Accessible, understandable, jargon free - all parties

.*q:‘jJ Reviewed and updated regularly

S Quiet environment - comfortable place - dignity
Financial/legal matters in order
Support networks in place for those left behind after death - dependants
Post death plan
Patients plans for end of life care and wishes have been documented
Planned care/after care plan to avoid unnecessary readmission
Counselling support prior and follow up
Dying conversation - advocate to initiate, to trigger right resources & agencies
People believe it and follow it
Things happen speedily and efficiently
Patient to be told first
Confidentiality maintained
Open/honest discussions
Clear what treatment would be acceptable in which situations
Documents drafted with legal advice/witnesses
State that one family member should be named to act as a representative
Ensure the patient’s wishes are not revoked by family members
Ensure the patient’s wishes are not made under duress from family/professionals
Discussions from professionals at each point of change of condition/situation to
reiterate wishes
Communication made easier with family

< Good integration between community and acute hospice care

g Staff confident in complex discussions

S Able to seek information freely - designated person to ask

% Information in bite-size chunks

—

Audit of process

One identified person - link to MDT
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What are the steps towards ideal advance care planning?

Most

common

Training and education

Clear communication between doctors, nurses, patients and families

Quality time - no interruptions

Money/funding/budget

Quite common

Regular updates from IT re: new systems/simpler IT systems that talk to each other

Availability of appropriate documentation

Clearer documentation

Take responsibility - talk about death

Public awareness - information packs, GP surgery leaflets, approved persons to give
advice e.g. libraries/pharmacies/clinics

Reviewed and updated regularly

Culture change in society regarding death — talking about it

Least common

All systems linked - GP, hospice, hospital, MDT

3 CCG's same system

Clearer plans for each patient

Keeping plans consistent

Clearer policies needed

Acknowledge that raising death will be upsetting - Fight the discomfort

Honesty

Noting trigger factors for initiating discussion

Media awareness of issues & how to access services/advice

raising awareness

Facilities - private room

Communication skills - taught to ask appropriate questions

Death education alongside sex education

e-learning module mandatory for all

Feedback (from patient & family)

Sharing ideas with other trusts
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Appendix d - Baby steps and feedback

Baby step

1 "I would comfort the family and patient more on an emotional level as well as a
professional.’

2 'To make more attempts to open conversation, listen more."'

3 'Discuss patient fears'.

4 ‘Do not be afraid. Work on accepting that death is part of life. Embrace a good death!'

5 'Make a will. Bucket List. Discuss preference with GP.'

6 'Home - | will discuss my preferences with my husband. Work - Read up about ACPs."

7 'Effective listening'

8 '‘Properly informed ACP. Comprehensive care. Support.

9 'Empathy from professional staff.'

10 'To look at DNR forms to see if they have been filled in properly and if not then see what
the scope is for future practice.'

11 'Meeting patient for first time. stop. count to 10. then start to speak.'

12 'Learn more re [un-readable word].

13 'Talk to my sister who is the only member of my family left and see what we would like if
something happened to us.'

14 ‘| have two baby girls. | will look into providing for their future if something happens to
me or my wife.'

15 '‘Attempt to discuss with terminally ill patients their insight with regard to their illness
and prognosis.'

16 ‘Initiating conversations with patients and finding their worries and helping them as
much as possible.'

17 'Finding out a bit more about patients particular concerns.'

18 'Warning shot conversations with patients who are nearing end of life.'

19 'Take some leadership in discussing end of life plan with patients.'

20 '| can be more proactive in conversations involving EoLC in cases | feel may be
appropriate.' 'Confirming patient's NOK on the ward (when they are able to
communicate) for future reference.'

21 'in clinic/ward - to ensure to give warning shot to patient as well as family in terms of

prognosis. - empower patients/encourage them to decide what they want to be
incorporated in their ACP.
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22 'l am going to encourage very ill patients on discharge to think about making an ACP.'

23 'Communication. D/w pt ideas and expectations.'

24 '‘Be brave enough to take the initiative and discuss end of life with my patients and bring
it up with my seniors.'

25 'Better communication with patients and relatives around death and dying and to
document discussion well in notes.'

26 'Ensure good communication with patient and family in admission for elderly patients.’

27 'Ensure direct communication between patient, family and medical team.'

28 '1. Have a DNR d/w relevant patients during morning ward rounds. 2. For those with
poor prognosis indicate a wider discussion -MDT -Family mtg with patient.'

29 ‘I will be honest with my patients in primary care who are gradually deteriorating and
discuss worst case scenarios.'

30 "Try to take more time with patients to discuss advance planning before it becomes an
urgent issue.'

31 ‘Teach about end of life symptoms."

32 'Consider end of life care planning in outpatients rather than only in hospital.'

33 'Undertake and initiate warning shots/early conversations. Spend some time with
palliative care.’

34 ‘Earlier discussion of care planning in out patients if end stage but stable COPD."

35 'Introduce the Amber Care Bundle at home. Re-invest in the message in a bottle idea.’

36 'When seeing patients, especially on ward rounds and through admission to pay
particular attention to if they have ACP or DNACPR etc. in place or if appropriate.'

37 'Start end of life discussions earlier with patients living at home.'

38 ‘Ensure the most helpful facts, wishes, i.e. future plans are documented and improved
communication on the ward especially notes and verbal between staff.'

39 '‘Better paperwork. Communication.'

40 '‘Better handover of end of life care daily."'

41 'Better communication with doctors re ceiling treatment/plan of care."

42 'Clear documentation in notes of discussions and with who.'

43 'Initiate conversations about advanced care plans more often in clinic. Document
formally my own wishes.'

44 'l would like to work closer with hospice/experts in palliative care to gain more

experience in advance care planning.'
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45 "I will try to take staff with me when | have these discussions.'

46 'Encourage more open discussion around death/dying. Use end of life conversation
form'

47 'Investigate the EPR and use. Use the end of life conversations form and encourage Drs
to use it too.'

48 "Try to open up conversations with relatives. s/w ward re EPR'

49 'Speak to staff nurses and doctors about initiating end of life conversations.'

50 'Talk to my patients about their end of life wishes. Start initiating end of life
conversations early with my patients and start regular use of Record of end of life
conversation document.'

51 'Discuss with my family and husband about their end of life wishes. The form re end of
life conversations to be used for all patients on our ward. Make a will.'

52 '‘Better communication. Be more willing and confident to discuss the end of life care and
plans. Check patients/relatives understating of care and plans.'

53 'to incorporate Dying Matters into conversations to start to record patient wishes so
ACP may be easier to do when appropriate.’

54 ‘Look at EPR to find Share My Care and EOLC info.'

55 ‘Make a Will. Not to be afraid to use the words death and dying when speaking to
patients.’

56 'Visit local hospice or shadow palliative specialist to gain more understanding about
dying over and above supplying equipment.'

57 "To not be afraid of having a conversation with a patient regarding death and their
wishes and advising them as necessary.'

58 'To find out if there is a leaflet/poster and sticker for fridge. Get poster to display on
unit.'

59 'To be more open with patients about 'dying' rather than facilitating their discharge.'

60 'To find out if there is a leaflet/poster and sticker for fridge. Get poster to display on
unit.'

61 ‘communicate with family and patients their wishes end of life care planning.'

62 'Personal baby step- rewrite my will - will appoint guardians for my children.
Professional baby step - to revisit ACP conversations with patients/families more often
than | do at present. Incorporate relevant use of leaflets' dying matters' that | have seen
today.'

63 'Remember to remind KCHT staff about the end of life conversation plan. Use awareness

gained of acute trust processes to encourage us all to work together with haring of info.
Use Lucy's quote 'we all die - but not all get STDs' to encourage use of Dying Matters
leaflets.'
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64 'Promote sharing of information across health/social care services including diagnosis,
prognosis planning, discharge, support needed and discussions made by
patient/family/HCPs re end of life care.'

65 'l will speak to my managers to source funding to get hold of leaflets to place on medical
wards to give patients info on dying.'

66 ‘Ensure that the patient and relatives have understood what has been said.'

67 'Better communication. Be more willing and confident to discuss the end of life care and
plans. Check patients/relatives understating of care and plans.'

68 "Try to offer more support to family and patients to make sure they know what is
happening with the dying patient.’

69 'Take time to find out what the patient’s wishes are and ascertain what they understand
about their prognosis.'

70 'Discuss/open the conversation about plans for the future with patients/family.'

71 'Discuss death openly as part of life.'

72 'Education of relatives on what to expect in the end of life and the main aims are
symptomatic control and preserve dignity.'

73 ‘Communicate.’

74 'Ask the patient or family if there is anything else | can do to help them.'

75 'Speak to patients more openly and invite them to tell me what they want and expect.'

76 'To spend more time talking to the person.'

77 'Increase knowledge of community options.'

78 ‘Ensure | tell the other staff members anything relevant to the future for the person.'

79 'Openness/honesty when communicating.'

80 'Talk to patient about wishes of end of life when someone is poorly and before EOLC in
place.'

81 'Maintain good pain relief.’

82 ‘Feel more confident when dealing with relatives of a patient who has been newly
diagnosed and is palliative.'

83 'Communicate with the patient about his/her wants and needs. Just because he/she is
sick doesn't mean that they can't decides what is right and best for them as a person. if
they have the capacity to do so they should have their own say.'

84 ‘Enquire about how to get a patients DNACPR status identified on Patient Centre.’

85 ‘Listen to the patient and support them with their decisions.’

86 ‘Confidence to talk to patients and ask about ACP.’

87 ‘Incorporate into staff values and behaviours. Never miss an opportunity to

support/shape and influence.’

30




Hospice facilitation of training EKHUFT healthcare professionals in end of life care discussions and planning.

88 ‘Detailed discussions with patient, family and carers.’

89 ‘Support staff in providing time to listen to patients to provide care.’

90 ‘Endeavour to understand processes. Advocate for patients and relatives.’

91 ‘Complete an audit including patient and family feedback to improve the process
overall.

92 ‘1. Understand the process 2. Ensure it is designed for patients 3. Feedback from
patient.’

93 ‘Discuss with patient their understanding of situation once medics have confirmed end
life stage. Try and ascertain patients own discharge destination at soonest opportunity
rather than await palliative input.’

94 ‘Take the opportunity to discuss end of life care planning with the patient/relative and
then actively discuss with medical team to ensure that CPR status is confirmed within
the time frame of my working day.’

95 ‘1. Better communication with patients/family 2. Share ideas with colleagues 3.
Challenge medical decision 4. Discuss with my family about ACP 5. Write my will.’

96 ‘1. Look at how it is documented in the trust and consider looking at getting clear
documentation 2. Encourage professionals to think about ceiling of treatment when
appropriate.’

97 ‘Communication with medical teams. Make own ACP.’

98 ‘Discuss with patients/relatives during their admission to raise awareness and
encourage planning. Communicate with GPs. Educate my team. Look out for ACP
leaflets/websites and put out on wards.’

99 ‘Talk to my partner re death. Read up more on the end of life care planning in UK and
abroad.’

100 ‘Initiate ‘difficult’ conversations as soon as possible so opportunities are not lost.’

101 ‘Obtain from Health Care Professional at all levels (HCA to Consultant) the real life
procedures that can be written into a valid policy for ACP.

102 ‘Ensuring doctors/MDT have spoken to families and patient and that they are all fully
informed and have no questions.’

103 ‘Clearer objectives and more personal confidence in approaching patients and
discussing in advance the end of life care plan.’

104 ‘Ensure the end of life board clarify if nurses can complete the DNR form.’

105 ‘Check if fast track patients have DNR paperwork completed.’

106 ‘Ask families at complaint meetings what improvements can be made to EoLC and

feedback to clinicians involved.’
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Follow up email sent to gather feedback on the baby step

Thank you for attending the Advance Care Planning workshop in [month]. | hope you found it useful.
In order to access the impact of the sessions | would appreciate you taking a few minutes of your
time to let me know whether you have been able to move forward with the baby step you hoped to
achieve.

At the end of the session you set the baby step of [...].

How have you got on with this step so far?

If you were able to achieve it, what did you do?

Now this baby step has been achieved, what are you expectations for the future?

If you were not able to achieve it were you able to do anything else?
What do you need to do to help achieve the baby step?

What will be helpful?

How will other people know you need help?

Thank you for taking time to answer the applicable questions and let me know if there is any way in
which | or someone else can help you to continue to increase your confidence in end of life
conversations and documentation.

Many thanks

Emily Mckean

End of life care facilitator
Pilgrims Hospices East Kent

Baby step feedback via email

1 Hi the workshop helped me increase my confidence when helping the family of an end
of life patient. It enabled me to understand the need for more information for the
family.

Thank you for the informative course.
2 | am quite happy how things are, | already was quite proactive with starting end of life

discussions, and whilst | wrote down my “babystep” to start such a discussion with some
patients earlier, there has since then not been a patient where | wouldn’t have raised
the issue anyway, so time will tell if | really have become more proactive (basically when
the first patient comes along, where I'd have shied away. | don’t think that | need help
with this at the moment.

3 Many thanks for an interesting training workshop

Thank you for attending the Advance Care Planning workshop in[x]. | hope you found it
useful.

In order to access the impact of the sessions | would appreciate you taking a few
minutes of your time to let me know whether you have been able to move forward with
the baby step you hoped to achieve.

At the end of the session you set the baby step of 'Try to take more time with patients
to discuss advance planning before it becomes an urgent issue.'

How have you got on with this step so far? | have managed to try this with one patient —
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this is the only patient | have had who was appropriate to try this with.

If you were able to achieve it, what did you do? | tried to raise the issue with a patient
admitted to an ICT bed, however, she found it difficult to think about planning ahead
due to her low mood.

Now this baby step has been achieved, what are you expectations for the future? | will
continue to raise the issue of advance planning with appropriate patients.

If you were not able to achieve it were you able to do anything else? | will keep trying to
assist this patient to make decisions regarding her care and provide appropriate support
to enable her to do this.

What do you need to do to help achieve the baby step? | will need to work closely with
my colleagues to ensure we are all working towards the same goals.

What will be helpful? Clear communication between all team members and at MDT
meetings.

How will other people know you need help? | will ask them for help or raise issues at
MDT meetings.

4 I’'m afraid i have not been able to complete my goals- work load on [ward] is so high to
try and find time to teach/enable yourself time to investigate other areas of practice is
so difficult. However, after the study day discussions i do feel more at ease in discussing
issues with the teams involved and also have a better understanding of the fast track
and continuing care check list forms.

Thank you for your time on that day.

5 | have had variable success in trying to take people with me when | have difficult
decisions with patients. | had one nurse asking to spend time with me during which we
saw a few patients where difficult decisions were required. | guess the thing thatis a
barrier is staff on the wards being able to free themselves up to join me on patient
visits.

| think to improve this situation, | will now be more aware of staff feelings and try to
follow up with them for a de-brief where | know these situations have arisen.

Once again, | did like the approach you used for these sessions and do think that with
the busy environment of the hospital, making big changes is a tall order whereas baby
steps over time will achieve the same outcome (hopefully!)

6 | am aware that it is Age UK that do the yellow containers and fridge door notices but
having problems getting posters to display in the unit.
Will keep at it though.

7 Thank you for the email, | did find the workshop useful.

| have attempted my baby step and faltered slightly due to the negative reaction from
the MS patient. | think it did provide the patient the space to discuss future plans but
she was not ready to address it. | am hoping that having the brief discussion will have
facilitated the start of planning for the future for the patient and that she knows she is
able to talk to therapists about her wishes.

I am planning to discuss with my senior colleagues introducing this kind of discussion
into the MS and Parkinsons group.

8 On all sessions with KCHT staff, | certainly ensure that | remind (or inform, as a lot are
not already aware) of the KCHT resources around ACP, including the end of life
conversation plan, available to them within their Staff Zone.
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My expectation is to continue seeking opportunities to increase people’s awareness of
ACP, especially ways of improving confidence around these very important discussions.
| continue to encourage use of Dying Matters resources.

[x] will be taking this to the end of life board again in 2015. There were already some
discussions but nothing confirmed.
| will ask [x] to update you in the future.

10

So far we have only had one patient in that situation. (Many of our end of life patients
are too ill to travel by the time they are deemed "TLC", and needing medical care before
that). She did have dementia, but | did speak with her and her daughter to clarify their
plans at an earlier stage than | might have before attending your study day. She decided
to go to a nursing home as her daughter was unable to support her at home.

| plan to keep practising! We do occasionally get people in the situation where they
could return home and in the past there have been delays when the patient was
undecided, so if | sit down with them and discuss their concerns and options for
support, it might help them decide and expedite discharge also.

| will probably need to liaise with the Palliative Care Nurse to identify what help is out
there for individual patients.

11

It has been so busy at work that | haven't even had time to think about it. My apologies.
Hopefully things will become less hectic soon.

12

We are still planning to carry out the audit but as yet have been unable to start due to
winter pressures and staff leave. We hope to do this in the new year.

13

Thank you for attending the Advance Care Planning workshop in [x]. | hope you found it
useful.

In order to access the impact of the sessions | would appreciate you taking a few
minutes of your time to let me know whether you have been able to move forward with
the baby step you hoped to achieve.

At the end of the session you set the baby step of '1. Incorporate into staff values and
behaviours - recruitment process. 2. Never miss an opportunity to support/shape and
influence.'

How have you got on with this step(s) so far? Tested values through band 6 interviews
- need to incorporate now into generic questions for interviews

If you were able to achieve it, what did you do?

Now this baby step has been achieved, what are you expectations for the future? Core
interview questions to test values for staff at interviews

If you were not able to achieve it were you able to do anything else?

What do you need to do to help achieve the baby step?

What will be helpful?

How will other people know you need help? This will be shared with ward managers at
weekly meetings when it is ready.

14

Be Honest in communication

How far have got to achieving this step? What | have learnt is that honesty pays, but
also there is need to keep in mind those to whom you are being honest as not everyone
wants to hear the truth, so does that mean truth comes in different formats/shades?

| fundamentally believe being honest when communicating helps eliminate confusion
and distrust.

When | have been able to achieve it, | also have had to gauge what to say how to say it
and when. This is a work in progress.
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Future — Keep leaning to soften how | say it so it’s less threating to others.

I thank you for helping me learn a bit about myself.

15

Life has changed for me and | have been able to take those steps though largely due to
my own personal loss. | have recently cleared out all mums things, three years after her
passing. Though painful | focused on the joy and gratitude that she was and still is part
of my life. Rather than try to put it all out of my mind, | have reflected a lot and feel her
close to me and part of me still. We never really completely loose our loved

ones. Being a spiritual person | have begun to read a lot on the topic and have no doubt
that death is not the end, just another chapter. Unfortunately our western culture is so
shut off to these things. | wish we could talk about death more, like planning a holiday
and plan for exactly what we want. It being a taboo topic is not conducive to a good
death. | missed that opportunity with mum but the experience has encouraged me to
do things differently if and when | am in that situation again. Life can be more scary
than death, | have decided to embrace both. | have left the past behind, live for today
and plan for tomorrow. | don't worry about the small stuff anymore. Wonderful things
have happened to me now that | have let go and freed myself from burdens we could
look back on whilst on our deathbeds and think them stupid. | am happy, mum will
always be with me, | can support people facing death with compassion, love and calm. |
feel strong and that | can face challenging situations.

This probably isn't the reply you were expecting but it's truth straight from the heart.
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