








Some stories describing sudden death have been indexed as having a negative
emotional intensity, even when there is evidence in the story that supportive care was
provided. This may possibly be due to the traumatic way in which the family was
bereaved.

Criteria 6: Main message
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Personal respondents were asked who or what helped them most to deal with their

grief.

Of the 158 who completed this triad, 75 (48%) strongly indexed that they

were helped most by family and friends, eight (10%) by care and support from
professionals and four (5%) by their community network. Analysis of the remaining
responses demonstrated that bereaved people were helped to deal with their grief

by more than one of these groups.
Criteria 7, 8 & 9: Story extracts

Personal story 18 Title: Still got my memories

Emotional intensity: Positive Reason for telling: For relief

My first big experience of bereavement was when my father died 12 years ago. His
health had been deteriorating but he only went into hospital a few days before he

passed away.

Each of us comforted my mother in turn and then my thoughts turned to my 2
brothers who were on their way from America. My uncle and some of his lifelong
friends were there also and we all took great strength from each other’s company

during those sad few hours.
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We got back to the house and prepared for the customary wake. | have to say
that the wake was an uplifting experience. It takes your mind away from the grief
as friends, neighbours and relatives gather in the house relating funny stories and

happy memories over cups of teqa, iced buns and wee triangular sandwiches.

This experience of bereavement overall was naturally sad but | was never
overwhelmed by grief. | found that those tears | shed were in some way cathartic,
they had to be shed rather than try to bottle up my feelings. | seemed to feel better

afterwards. My brothers and sisters helped my mother and each other to cope.

Key words: Sad, family, strength
How did you feel at the time? In control
How do you feel now? Accepting

Who/what helped most deal with grief? Family and friends
While most respondents looked to family and friends for support, some described

situations where it appeared difficult for family members to provide the support their

dependents needed.

Personal story 19 Title: My mum, ‘Braveheart’

Emotional intensity: Not indicated Reason for telling: For relief

My mum was diagnosed with cancer in 2005.

The last two years of her life, until her death in 2007, was a roller-coaster of assorted
emotions within and without our family. Our family nursed mum at home with initially a
15-minute morning and evening call for her personal hygiene needs by the community
carers together with four calls per week by nurses in the monitoring and provision of

pain control.

Eventually, |, along with one of my sisters, said we were unable to cope any more
without getting more professional help from outside carers over a 24-hour period.

Following our pressure, meetings were set up and support packages were put into place
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for mum from agencies like Marie Curie and Extra Care nurses at night. While this eased
the pressure and the care provided was excellent, my dad and younger sister showed

great resentment to our decision to reduce our night hours with Mum.

The rift is still within our family.... | have serious concerns that my younger sister and

dad have not been able to deal with mum’s death in a healthy way, it is in this area that
bereavement counselling, while not sought by any of the family, should have been offered.
Maybe not all of us would have accepted, but | know | would have. Perhaps it would help
me understand more about bereavement before and after the event and go some way in

repairing the hurt and misunderstandings still festering in my family to this day.

Key words: Sad, frustrated, relief
How did you feel at the time? Helpless/frustrated
How do you feel now? Sad/accepting

Who/what helped most deal with grief? Family/friends

Personal story 20 Title: Parents coping with grief by
protecting children

Emotional intensity: Negative Reason for telling: Educate/influence

My sister who was a twin died aged 2 months old when | was 9 years of age. She
had been to the hospital for a check up and died following a blood transfusion.

My parents told my brother and | nothing about it and we stayed in my grandparents
with my mother for a few days until my father had got rid of the second cot, the
double pram, photographs and any evidence that she had ever lived. | don’t know if
there was a funeral - although presumably there must have been. No-one ever talked
about her to us, nor did | ever hear my parents or grandparents talk to anyone else.
No-one of them never talked to my youngest sister (her twin) about her twin that died.

| remembered everything about her and would keep her memory alive with my brother
and sister, telling them stories, making up songs and talking about what she would

be like now if she’d lived. none of us told my parents about this as it would only have

made them upset
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Worst aspects - secrecy, adults trying to cope with their own grief by protecting
children and preventing us from openly celebrating the short life that she had.

Key words: Over-protection, communication
How did you feel at the time? Helpless
How do you feel now? Sad

Who/what helped most deal with grief? Family/friends

The eight respondents who strongly indicated that professionals helped them most to
deal with their grief, described the care and support provided by the professionals
involved before and at the time of death. A word search identified that a small
number accessed ongoing support from voluntary organisations to help them with

their grieving.

Criteria 7, 8 & 9: Main message
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Professionals were asked if they felt their training and experience in caring for dying

and bereaved people helped them a lot, was just adequate or did not prepare them well

enough; and who or what helped them most to deal with their feelings.

Of the 88 professionals who completed this triad, 42 (48%) indexed that their training
and experience helped a lot. When their stories were further analysed, 30 (71%) of

these were positive or strongly positive.

Criteria 10: Story extracts

... Best aspects for patient dying of heart failure: Family and GP definite in allowing
patient to remain in nursing home bed and with familiar staff. Patient’s family able to visit
at will. Relaxed and peaceful atmosphere. Minister of religion in attendance. All done

that could be done. Peaceful end. ... Worst aspects: Restlessness of patient, due to heart

failure.

Key words: Interest of patient
How did you feel at the time? In control

How do you feel now? Accepting
Training and experience? Helped them a lot

Six respondents (7%) strongly indicated that their training did not prepare them well
enough; three were student nurses and one a care assistant. Four of these stories were

indexed with strongly negative intensity.



Professional story 7 Title: The Forgotten man
Emotional infensity: Strongly negative ~ Reason for telling: Other

| have been involved with this patient for approximately three years. However, from
September | noticed a change in his health. Spoke with GP who requested bloods and
prescribed medication. Before Christmas, | wasn’t happy with his condition and again
| spoke with GP. Nothing appeared to be done. Within my skills and abilities, | did

everything in my power to make the patient comfortable whilst informing the staff nurses.

Sadly, on my routine visit to the patient, | discovered him unresponsive and deceased on
his bedroom floor. Cause of death was pneumonia. | was exiremely upset about this and
found that it has taken me weeks to come to terms with this patient’s death. | have found
the whole experience very difficult and testing, as | go about my daily routine at work.
Somehow, it feels that | am to draw a line under this episode and get on with what | am

paid to do, which | know is right, but | am only human and have feelings too.

My experience afferwards | feel is negative because | was asked to complete an incident
form and that was as far as it went. No-one ever asked how | was feeling or if | needed
someone o talk to at the time. Thankfully, my family supported me throughout this and

understood the shock and sadness that | was feeling.

Key words: Sad, negative, preventable
How did you feel at the time? Helpless/frustrated

How do you feel now? Sad

Training and experience? Didn't prepare me well enough

The stories told by the students suggested that they may have entered placements
unprepared for the situations they met, and this had a negative impact on them.
However, there was also evidence that mentoring and good example from role models

can be an important source of support for students.
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Professional story 8 Title: Sad, undignified end to life
Emotional intensity: Strongly negative  Reason for telling: Complain

Worst ... Family were not given time by the nurses to talk through explanation /
difficulties. ... The patient and family were ignored by staff, as they sat at nursing station,
before patient was put on dying pathway. ... The family was not given much privacy
with their mother. ... Nothing was explained to student nurses about what was going
on. ... Staff asked “is she not away yet8” i.e. dead, making me feel the patient was

meaningless

Key words: Undignified, uncaring, lasting negative
memory
How did you feel at the time? Helpless
How do you feel now? Angry/sad
Training and experience? Didn't prepare me well enough
Professional: 9 Title: Untitled 9
Emotional intensity: Neutral Reason for telling: Educate/influence

| was caring for a patient on a medical ward last year; the patient had severe learning
difficulties so the family were greatly involved in day to day care and decision making.
As the doctor took the family aside to tell them that their relative had not got long to
live, the patient had died peacefully in her sleep. The staff were all very helpful and
supportive of the family. | know this may not happen in all medical areas so | used it in

learning about death, and | intend on using the compassion throughout my career.

Key words: Not indicated

How did you feel at the time? Helpless

How do you feel now? Accepting

Training and experience? Just adequate/didn’t prepare me well
enough
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Of the 83 professionals who indicated who or what helped them most to deal with their
feelings, 27 (33%) strongly indexed that peer support helped them most, 17 (20%)
family and friends, and five (6%) the services from employer or professionals. Analysis of
the remaining responses demonstrated that professionals were helped to deal with their

feelings by more than one of these groups.

Some professionals described a supportive working environment which helped them to
be resilient in difficult circumstances. Others described strongly negative experiences due
to a lack of support or thoughtlessness in their team; or the stress of meeting the varying

needs of patients on their caseload.

Professional story 10 Title: A wish fulfilled
Emotional intensity: Strongly positive ~ Reason for telling: Educate/influence

| was involved in the care of an elderly man who died at home about 9 months ago.
He had chosen to be cared for at home and his family were supportive of his decision.
| was responsible for co-ordinating his care involving GP, care agency, Marie Curie/
Hospice at home and family. He deteriorated quite rapidly and required to be nursed
in bed at the end. | felt in control as a professional. | have studied a palliative care
module in advanced symptom management and this certainly helped me to control all
symptoms - working with the patients GP and the community hospice nurse. The patient
died peacetully, with his family present. Worst aspect of providing palliative care and
dealing with bereavement is that there is NO staff support. This is an issue when there

are a number of patients detferiorating and dying around the same time.

Key words: Control, co-ordination, communication
How did you feel at the time? Helpless

How do you feel now? Angry/sad

Training and experience? Just adequate
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Professional story 11 Title: Fighting to live against the odds
Emotional intensity: Not indicated Reason for telling: For relief

Best aspects - Gave care in the place where the person wanted to be when dying,

therefore we granted that wish.

Worst aspects — Had to do routine nursing care in between trying to give this patient

100% palliative care.

The patient was only 25 dying of terminal ovarian cancer. She had terrible pain, difficult
to manage needing 2 syringe drivers, IV paracetamol and even morphine gel applied to

her sacral area regularly. This was the family’s 2nd daughter to be dying from cancer.

It was very difficult to distance myself from feeling of being completely overwhelmed by
this situation and sometimes knowing pain could not be completely resolved.

The day she died | was on duty alone and had to continue seeing patients when | felt

I had been so traumatised. | felt physically sick with weeks of stress and exhaustion

managing this palliative patient. It had even taken over my home life and affected my

family.

Key words: Traumatic, stressful, experiential
How did you feel at the time? Helpless

How do you feel now? Angry/sad

Training and experience? Didn't prepare me well enough
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Child 10, this mother hanged herself in front of the child, 2nd suicide in the family Worst
- Lack of support structures, no family support

Best - Regular supervision

Key words: Shock, anger, moving time
How did you feel at the time? In control

How do you feel now? Accepting

Training and experience? Helped me a lot

This young person took their own life some months after discharge from inpatient

treatment. They had moved to another country. They did not appear to truly connect in
with inpatient treatment at the time. Following discharge and before moving country |
maintained their outpatient treatment. When | returned from leave | found the young
person’s file in my in-fray with ‘deceased’ written over the top. Needless to say | felt

upset, appalled, distressed and outraged once | caught my breath.

Key words: Disrespect, disconnection, sadness
How did you feel at the time? Helpless

How do you feel now? Angry/sad/accepting

Training and experience? Helped me a lot

When professionals deliver care in a sensitive, competent and confident way the patient
and family have a more positive experience. When professionals are not equipped to
provide the care required this may have a detrimental effect on the experience of the

patient and family.
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There was evidence in the personal stories that some professionals provided care in @
sensitive, competent and confident way and others did not demonstrate a competent
knowledge of the care required. Some respondents described circumstances involving
several professionals, where they experienced variations in practices and attitudes of
individuals. This impacted on the family’s perception of the standard of care they and

their loved one received.

Personal story 21 Title: Don't let efficiency get in the way of
caring for the dying

Emotional intensity: Negative Reason for telling: Educate/influence

Most of the staff were very nice but seemed to lack experience in dealing in a gentle
and compassionate way with the patient e.g. when giving medication and helping him
in and out of bed. I'm sure they were busy but it seemed like they felt giving medication
and all the caring was “a bit of a waste of time since the person was going to die
anyway” No one expressed this but it came across to the family in that way. One
particular nurse on night duty was a gem and this was demonstrated by the caring

way she spoke to the patient and took time to do whatever she had to do whilst not
forgetting the relatives around the bed. However the nurse/sister in charge of the ward
was loud and rough in handling the patient and we would almost squirm when she was
on duly.......The family GP stood out, in that, over a holiday period he left his mobile
number in case of an emergency, even though he was not on call but had been dealing
with the patient and knew the complications so felt it would be better if he was called
rather than someone who wasn't familiar with the case. We understood he had no need

to do this but appreciated his concern for the terminally ill patient and also the family.

Key words: Lack of respect
How did you feel at the time? Helpless
How do you feel now? Angry
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Personal story 22 Title: Trusts have a lot to learn
Emotional intensity: Not sure Reason for telling: Other

Person died of massive stroke within hours. Very hard to recall good practice. What is

easiest fo recall was the bad practice- i.e. person dying but fold visiting was over?!

Key words: One of the most challenging times in life
How did you feel at the time? Helpless
How do you feel now? Sad

Personal story 23 Title: Untitled

Emotional intensity: Strongly negative  Reason for telling: Educate/influence

My father suffered from Alzheimer’s and when he was admitted to hospital it was
apparent from day 1 that the nursing staff lacked knowledge and training on how to
support Alzheimer’s sufferers. Some examples are that he was left unsupervised enabling
him to wander and in the last days of his life which were precious to us he fell twice,
leaving him without speech, which devastated the family. Previous to that he would have
been given verbal instructions which he (1). could not hold in his mind and (2). could not
understand. There was also food left on the table for him to eat, unfortunately he did not
know what to do with it and so at visiting times his family had to feed him. | could give
many more examples, however, | feel the picture is clear, Alzheimer’s sufferers are not

given the care and understanding they deserve.

Key words: Not indicated
How did you feel at the time? Not indicated
How do you feel now? Angry/Sad
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Criteria 10: Main message
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4) MESSAGES, RECOMMENDATIONS AND ACTIONS
REQUIRED

MAIN MESSAGES AND RECOMMENDATIONS

When healthcare professionals have identified that a patient is dying or has died
they have a responsibility to communicate this in a clear and supportive way to

avoid misunderstanding or additional distress.

Professionals caring for patients and their families before, at the time of and after
death, can influence how a bereaved family copes following death by helping them
come to terms with the diagnosis and prognosis, supporting them through the pre
bereavement stage, and giving them the information they need to help with the

future.
Recommendation

Healthcare professionals have a responsibility to share significant information with
dying patients and their relatives. This information must be communicated in a clear
and supportive way which reduces the potential for misunderstanding or additional

distress and allows preparation for dying and bereavement.

Every effort should be made to support people to die in their preferred place,
where at all possible, when death is expected. However, health care professionals
can influence the experience at the time of death and bereavement in a positive
or negative way, regardless of where death occurs. A supported experience can
be achieved by treating the patient and their family with compassion, dignity and

respect, and delivering care which meets their needs.

57



Recommendation

In all situations healthcare professionals should strive to create a supportive
experience for dying people and their relatives by planning and delivering the

practical, emotional and spiritual care that meets their individual needs.

Message 3

When care and decision-making between the patient, family and professionals
are viewed as a partnership, a positive experience for all is more likely. When the
patient, family and professionals do not work together; or when treatments and

actions are not explained or understood, a negative experience may result.
Recommendation

Healthcare professionals must involve the patient, where circumstances allow, and
family in decisions about care, treatment and what happens after death. A care
pathway that identifies the needs of a dying person and their relatives may help staff

deliver care that is consistent and has the patient and family at the centre.

Message 4

When doctors do not complete medical certificates of cause of death accurately they
are not accepted for death registration purposes. This causes additional distress and

inconvenience to families at an already difficult and stressful time.
Recommendation

Doctors must be trained in the completion of relevant documentation and ensure
that all legally required documents are completed accurately, (in accordance with
DHSSPSNI requirements,) so that families do not experience avoidable, additional

distress because of a delay in processes.
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Message 5

Those bereaved in a sudden and/or traumatic way will have additional issues to
deal with which may complicate their grieving. They may therefore require specific

information, guidance and support from healthcare professionals.
Recommendation

Healthcare professionals who provide care to people who are bereaved in a sudden
way should provide them with the information they require to guide them through
the additional processes they face e.g. information on the Coroner’s Service and

the support available for people bereaved traumatically. This information should be

explained verbally and supplemented with up-to-date literature.

Message 6

For many bereaved people the main sources of ongoing support are their family
members and friends. Caring for someone who is dying and death itself can often
bring a family closer or sometimes put a strain on family relationships. Many do

not require help and support from outside their family, friends and community but
some may benefit from external bereavement support, especially if the circumstances

surrounding the death have been difficult.
Recommendation

While it may not be the responsibility of the professionals providing care to the
patient at the time of death to deliver ongoing support, it is important that they

are aware of what help is available and be in a position to give this information

to the family. Healthcare professionals should make information available to
bereaved people that explains the normal grieving process, the immediate practical
arrangements to be considered when someone dies, and where ongoing support

can be accessed should they require it in the future.
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Message 7

When professionals identified that their training and experience helped them a lot,
they were more likely to describe a positive experience. The experience of dying
patients and their families is influenced positively or negatively by the skills of those
caring for them. The death of a patient affects professionals and most rely on their
peers to help deal with their feelings. Training and mentoring equip professionals to

take care of their patients, themselves and each other.
Recommendation

Health and Social Care and professional bodies should recognise the value to

their organisations of a skilled workforce that is trained and supported to provide
safe and effective care around the time of death and bereavement. Therefore they
should provide opportunities for staff to access and undertake training, supervision
and mentoring that enhances their knowledge, skills and personal resilience; thus
enabling them to care, with competence, confidence and compassion, for dying and

bereaved people.

ACTIONS REQUIRED

These audit findings underline the importance of the role of healthcare professionals
who support people around the time of death and in bereavement. It has identified
how the experience of bereaved people can be positively or adversely affected by
the care they or their loved one received; and how the quality of the care can impact

on the well being of bereaved people and their memory of the event.
The findings also reflect the esteem in which skilled, supportive, compassionate

professionals are held, how much they can influence the experience of people at a

difficult and distressing time; and the impact this can have on them personally.
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The recommendations from this audit are reflected in the standards contained

within the HSC Services Strategy for Bereavement Care (2009) and therefore will

be addressed by action taken to implement those standards (Appendix 9). Trust
Bereavement Coordinators, supported by the HSC Bereavement Network, are
currently facilitating implementation of the bereavement standards in each HSC Trust,
in partnership with bereaved people, and representatives from statutory, primary,

secondary, community and voluntary agencies.

Whilst the HSC Services Strategy for Bereavement Care (2009) was developed
to inform practices around the time of death for Health and Social Care staff, the
standards contained within it are relevant to all who support dying people and their

families, and would guide those who employ and train them.

The standards and actions contained in other regional strategies, for example “Living
Matters: Dying Matters - A Palliative and End of Life Care Strategy for Adults in
Northern Ireland” (DHSSPS 2010), “Improving the Patient and Client Experience”
(DHSSPS 2008), “Protect Life: A Shared Vision - A Suicide Prevention Strategy and
Action Plan” (DHSSPS 2006) will also contribute to the quality of the experience of

bereaved people.

SUSTAINING IMPROVEMENT AND RE-AUDIT

The implementation of the HSC Services Strategy for Bereavement Care (2009)

will drive improvement in the delivery of care around the time of death. The
standard of bereavement care provided by Trusts will be re-audited and the findings
benchmarked against those from both phases of the Northern Ireland Audit: Dying,
Death and Bereavement in 2012/2013.
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APPENDICES

Appendix 1:
Appendix 2:
Appendix 3:
Appendix 4:
Appendix 5:
Appendix 6:
Appendix 7:

Appendix 8:

Appendix 9:

Audit standards

Specimen letter inviting participation
Promotional flyer for audit

Services and individuals invited to participate
Sample pages of online audit tool

Personal questionnaire - paper version
Professional questionnaire - paper version

Understanding SenseMaker™ - information about the
Cognitive Edge© approach

HSC services standards for bereavement care
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APPENDIX 2: SPECIMEN LETTER INVITING PARTICIPATION.

A variation of this letter was sent to GPs, Community healthcare professionals,
community groups, agencies and individuals

Bereaved People and Community Groups/Service User Organisations
26th October 2009

Dear

Northern Ireland Audit: Dying, Death and Bereavement:

Phase 2: The experiences of bereaved people and those delivering primary care
services

| am inviting you/members of your organisation to consider taking part in a unique
audit which is being carried out by the Health and Social Care Bereavement
Network.

As someone who may have experienced a personal bereavement, or as a key
worker/member of a group or organisation providing advice, care and support for
people in the community, your participation will help us improve care in the future.

The purpose of the audit

This audit aims to capture the experience of bereaved people and the experience of
primary and community care professionals such as GP’s and nurses, who provide
care to dying and bereaved people. If you decide to take part you will be invited to
provide an anecdote or story of your experience of care around the time of death
and following bereavement. If you respond as a professional, you will also have the
opportunity to contribute the story of a personal bereavement if you so wish.

These stories, combined with the key words you use to describe your experiences,
will be analysed using a methodology developed by Cognitive Edge®© which
enables both qualitative and quantitative information to be analysed. The NI
Bereavement Network, along with HSC Board and Trusts, will use the findings of this
audit to inform and improve service delivery to dying and bereaved people.
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How to take part

The audit will run for 3 months from 2nd November 2009 to 1st February 2010
You can take part in 2 ways;

* The audit questionnaire can be accessed online from computers that have ‘Flash
Player’ or similar software installed and is available at http://apps.sensemaker-
suite.com/Bereavement (Most work based computers do not allow the use of
interactive graphics so participants may be required to access the site from home).

Depending on typing speed and the length of the story or anecdote, the
questionnaire should take around 15-20 minutes to complete. The information
given will be anonymous and confidential. An explanation on how to consent and
progress through the questionnaire is available when you go online.

e Alternatively the audit can be completed using a hard copy of the questionnaire.
This can be done alone or, confidentially, at a group meeting set up by Trust
staff facilitators. If this option is preferable please contact me, or your local Trust
Bereavement Coordinator, who will arrange the delivery of questionnaires, and/
or dates for a group meeting.

| hope that you will consider participating and share this information with your
colleagues, relatives and friends. | have enclosed some flyers and posters for this
purpose.

The Bereavement Coordinators, who have developed this audit, acknowledge that
taking part may for some people evoke sad and painful memories.

If you would like further information on, or assistance with, participating, please do
not hesitate to contact me or your local Bereavement Coordinator.

Yours sincerely
Trust Bereavement Coordinator

m Bereavement GA'NT\
/

N Etwn rk GUIDELINES AND AUDIT
IMPLEMENTATION NETWORK
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APPENDIX 3: FLYER PROMOTING AUDIT

(A regional audit of end of life and bereavement care)
WOULD YOU TELL YOUR STORY?

Online at:

http:/ /apps.sensemaker-suite.com/Bereavement/
or

at a local group or individual meeting

Northern Barbara Bankhead 028 9442 4992
Southern Anne Coyle 028 3861 3861
South Eastern  Paul McCloskey 0289048 4511X2398
Western Carole McKeeman 0287134 5171X5545
Belfast Heather Russell 0289063 3904

The Bereavement Coordinators listed above can provide further
information on taking part and the support available afterwards
for those who require it.

HSC Health and Social Care ‘
/J in Northern Ireland :\

GUIDELINES AND AUDIT
IMPLEMENTATION NETWORK

69



APPENDIX 4: SERVICES AND INDIVIDUALS INVITED TO
PARTICIPATE IN EACH TRUST AND REGIONALLY

Medical Directorate

® Out of Hours Lead

Nursing

e Community Lead
(DN & MH, LD & SW,
Dementia)

® Health Visitors

e Community Heart

Failure Team

Allied Health Professionals

General Practitioners

Nursing Assistants

Midwives

Community Renal Failure

Team

e Community Allied Health Professionals

Social Care

e Social Workers

e Care Managers

Promoting Wellbeing Team (Where Applicable)

Nursing/Residential Homes

e Statutory

Private

Specialist Palliative Care

Teams

Children’s Community Nurses
Community Chronic
Obstructive Pulmonary

Disease Team

Domiciliary and Residential

Care Teams

LIST OF BEREAVED PEOPLE/SERVICE USERS AND SUPPORT ORGANISATIONS APPROACHED

Miscarriage/Stillbirths

* Miscarriage Association

Children

e Compassionate Friends

Adult/Older People

e Cruse Bereavement Care

® Bereavement Support
Groups (Locality Based)

Suicide

e Suicide Support Groups
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SANDS Group

Barnardos including NOVA e Remember our Child

Age Concern

Alzheimer’s Society

e Relatives Association

® Nursing/Residential Homes



Trauma

e Trauma Advisory Panel (TAP)

General Groups

* Belfast Carer Centre e Clergy - Church Groups ® MCCC Nurses

e Care in Crisis ® Funeral Directors with SLA e Cultural/Ethnic Groups
e Befrienders

Teaching Establishments

e NIMDTA e QUB e UU
® Beeches e NEDC

Organisations Invited to Host Link to Audit

e NICaN e Patient/Client Council
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APPENDIX 5: SAMPLE PAGES OF ONLINE AUDIT TOOL

1. This is the welcome page that introduces the project

Bereavement - Personal

Thank you for agreaing to take part, your name will not be requested and the information you provide will be
anonymous. Please do not record the names of family members, carers or professionals in your story. The
information you provide will not be identifiable or traceable back to you.

All information will be handled and stored in accordance with the Data Protection Act 1998.

When you have completed the guestionnaire and before you leave the system, you will be given the opportunity to
delete your antries if you change your mind about taking part.

If you have concerns about any aspect of the audit, you can contact one of the Trust Bereavement Coordinators who
will try to answer your questions. If you remain dissatisfied and wish to make a complaint, you will be provided with
the relevant information to enable you to do so. The contact details for the Trust Bereavement Coordinators are
provided at the end of the questionnaire.

By completing the questionnaire you are consenting for your anonymous information to be used in the development
of a report which will be presented to health and social care providers for the purpose of developing end of life and
bereavemnent services.

2. On this page, the respondent types in an experience

Bereavement - Personal

‘Wirite: your story in the box below. You may wish 1o describe:
= the best andior wors! aspects about the cans provided for the person in the stony?
- the bast andior wors! aspects about the care YOU received when the person in the story was dying or died?

o fule

If you were to give your story a title what would it be? What three key words would best describe your story?
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3. Where the triangle below is applicable to an experience, the
respondent places the bubble at the appropriate posifion in the triangle

Bereavement - Professional

o Sl his dxparisncs make you Tesl 81 ths Bma? e (36 e Bashl BEsisE ERS EXPATENGE NOWT

By Sl Aniy

4. Further multi-choice questions are asked to gain an understanding of
the demographics of the respondent

Bereavement - Professional

Wit In pour ageT Are yous mai or female T

L J |

WL I8 Four ST BTGle 10 T pRIsn who JiedT Wil the Ee8 In The SIory B0 10 sg-sei Engllen™

- -
L J L

| B o are telling 8 profesaicnal slany, how iSng Ruve 1o What Is the suin rassan for beling [he sy T

v bl 1 i areat
L il L 5
e bl i b D ur Gkl Pl st T I it SO vl R T vl et probe, i Conrnin weoubd
L you iy Mhis fype of story 7
= -

L J L
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APPENDIX 6: PERSONAL QUESTIONNAIRE

Northern Ireland Audit:
Dying, Death and Bereavement:

Phase 2:
The experiences of bereaved people
and those delivering primary
care services

PERSONAL QUESTIONNAIRE

Network e
IMPLEMENTATION NETWORK

Bereavement G A| N “ﬂ
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INFORMATION FOR PARTICIPANTS
REGIONAL AUDIT OF END OF LIFE
AND BEREAVEMENT CARE

Thank you for considering taking part in this audit. If you decide to complete the
questionnaire, your name will not be requested and the information you provide will
be anonymous and not traceable back to you. Please do not record the names of

family members, carers or professionals in your story.

All information will be handled and stored in accordance with the Data Protection

Act 1998.

By completing and returning the questionnaire you are consenting for your
anonymous information to be used with that of others in the development of an audit
report. The findings of the audit will be presented to health and social care providers

for the purpose of developing or improving end of life and bereavement services.

If you have concerns about any aspect of the audit, you can contact one of the Trust
Bereavement Coordinators, who will try to answer your questions. If you remain
dissatisfied and wish to make a complaint, you will be provided with the relevant
information to enable you to do so. The contact details for the Trust Bereavement

Coordinators are provided at the end of the questionnaire.

PROMPTS FOR STORYTELLING

Please write your story in the box below. You may wish to describe:

e the best and/or worst aspects about the care provided for the person in the story?

e the best and/or worst aspects about the care YOU received when the person in
the story was dying or died?
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Thank you for your story. Please continue with the following questions:

If you were to give your story a title what would it be?

What 3 key words would best describe your story?

Triangle Exercise
Instructions for Completion
On the following pages you will see seven triangles with a question below each.
Please mark an X in the triangle at a place that best describes your answer, for
example:

e If the answer at only one point of the triangle is relevant to you then mark the X
there

¢ |f two answers are relevant mark the X on the line between the two

e |f all three answers are somewhat relevant mark the X at a suitable place within
the triangle

e |f the question is not relevant to your story write N/A in the box to the left of the

triangle
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Helpless
How did this experience make you feel at the time? \ How do you feel about this experience now?

| Accepting

\ /
/— { One Professional ) \ / : (- Meeds/wishes of the dying person :} \

Availability of
senvices and
| working
Family Members ( Family wishes | e
\\11151 majority of end of life care was provided by? @a do you believe determined the care provided?
/ \ { Community network (church, neighbours, cubf;\\_

7 Famiy &

o Friends

Which of these do you think was the most important \Wm or what helped you most deal with your grief?

k to the dying person? _/

/[ A partnership between dying person / family andx
those providing care )

Everything was
taken out of the
dying person /

family's hands

Which of these describes best the decision making
@und the care prior to or after the person’s daa'l_h?/
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in the story?

3 brother/sister
O grandparent/grandchild
0 friend/neighbour

Questions Options

What is your age? 0 under 20 020-29 0 30 - 49;
050 - 69 O over 70

Are you male or female? 0 Male 0 Female

What is your relationship to the person | 0 parent 0 husband/wife/partner

0 son/daughter
O other relative

O bystander/witness

Was the person in the story able

to speak Englishe

O yes Ono

What is the main reason for telling

0 To encourage/compliment

O To complain

this story? 7 To educate/influence O for relief O other
How would you describe your overall 0 strongly positive 0 positive O neutral
feeling about this story? 0 negative 0 strongly negative O not sure
In your conversations with other people, | O rare 0 common O not sure
how common would you say this type

of story is?

How long ago did the person in this 0 < 6 months 0 6 months - 2 years

story die? 02 -5 years 3> 5 years

Did the person in the story know they O yes T no

were dying? 0 don't know 3 not applicable

How did you become aware that the

person was dying?

0 didn't know the person was dying
0 told by the dying person
3 other

0 told by a doctor/nurse
0 told by a family member
3 not applicable

Which of these things do you think was

most important to the person in the story?

0 being involved in decision making
O well managed symptoms

0 choice about place of death

0 compassion /respect /dignity
I communication and information

3 not sure/other

Which of these things was most

important for you?

0 being involved in decision making
O well managed symptoms

O choice about place of death

O compassion /respect /dignity
3 communication and information

3 not sure

Where did the person in the story live?

3 own home

O residential /nursing home

O relative’s home

O other

Where did the person in the story die?

3 own home
O hospital
O other

O relative’s home

O hospice

3 residential/nursing home

T in a public place
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If place of death was hospital /hospice/
residential/nursing home, how long was

the person there before they died?

0 < 24 hours

O < 1 week

3 1 month - 6 months 3 > 6 months

O 1 week - 1 month

Was this their preferred place of death? O yes Ono 3 don’t know
If you know the cause of death, O cancer O respiratory disease 0 heart disease
what was it2 0 stroke 0 alzheimers/dementia related T genetic disorder

0 trauma eg accident (3 suicide

3 stillbirth

O neonatal death

0 miscarriage

What length was the final illness@

O no illness, sudden death
O between1 week - 6 months

O less than 1 week

Thank you for sharing this story.

If you think you might need help with emotions experienced while telling your story,

please contact the Bereavement Coordinator within your area who can advise you

further about local support organisations.

Please return Questionnaire by 28 February 2010

Trust Bereavement Coordinator

Contact details

Northern Trust
Barbara Bankhead

028 94424992

Southern Trust
Anne Coyle

028 38613861

South Eastern Trust
Paul McCloskey

028 90484511 ext 2398

Western Trust
Carole McKeeman

028 71345171 ext 5545

Belfast Trust
Heather Russell

028 90633904
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APPENDIX 7: PROFESSIONAL QUESTIONNAIRE

Northern Ireland Audit:
Dying, Death and Bereavement:

Phase 2:
The experiences of bereaved people
and those delivering primary
care services

PROFESSIONAL QUESTIONNAIRE

Network e
IMPLEMENTATION NETWORK

Bereavement G A| N “ﬂ
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INFORMATION FOR PARTICIPANTS
REGIONAL AUDIT OF END OF LIFE
AND BEREAVEMENT CARE

Thank you for considering taking part in this audit. If you decide to complete the
questionnaire, your name will not be requested and the information you provide will
be anonymous and not traceable back to you. Please do not record the names of

family members, carers or professionals in your story.

All information will be handled and stored in accordance with the Data Protection

Act 1998.

By completing and returning the questionnaire you are consenting for your
anonymous information to be used with that of others in the development of an audit
report. The findings of the audit will be presented to health and social care providers

for the purpose of developing or improving end of life and bereavement services.

If you have concerns about any aspect of the audit, you can contact one of the Trust
Bereavement Coordinators, who will try to answer your questions. If you remain
dissatisfied and wish to make a complaint, you will be provided with the relevant
information to enable you to do so. The contact details for the Trust Bereavement

Coordinators are provided at the end of the questionnaire.

PROMPTS FOR STORYTELLING

Please write your story in the box below. You may wish to describe:

e the best and/or worst aspects about the care provided for the person in the story?

e the best and/or worst aspects about the care YOU received when the person in
the story was dying or died?
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Thank you for your story. Please continue with the following questions:

If you were to give your story a title what would it be?

What 3 key words would best describe your story?

Triangle Exercise
Instructions for Completion
On the following pages you will see seven triangles with a question below each.
Please mark an X in the triangle at a place that best describes your answer, for
example:

If the answer at only one point of the triangle is relevant to you then mark the X
there

o |f two answers are relevant mark the X on the line between the two

e |f all three answers are somewhat relevant mark the X at a suitable place within
the triangle

e |f the question is not relevant to your story write N/A in the box to the left of the
triangle
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How did this experience make you feel at the tima?

J
~

o
Ve

(_ One Professional ;I

The majority of end of life care was provided by?

-
/’_

\\

The community
they lived in

Their faith

Which of these do you think was the most important

to the dying person?

. /

fm partnership between dying person / family aru:l]

those providing care

Everything was
left up to the
dying person /
family

Everything was
taken out of the
dying person /
family's hands

Which of these describes best the decision making

@und the care prior to or after the person's daauy

How do you feel about this experience now?

- /
4 {_ Needsiwishes of the dying person | I

vy

Availability of
services and
working
patterns of staff

What do you believe determined the care provided?

/’_

Farnily & Friends

~

Services from
Employer or
professional

Pear Support

Who or what helped you most deal with your
feelings?

\ /
4 N\

(" Helped you a lot

" Didn't prepare
,:: Was just ™, you well
adequate enough

With regard to this story do you feel your training
and experience in caring for dying and bereaved

\ people /
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person who has died?

3 care assistant

Questions Options

What is your age? O under 20 020-29 030 - 49;
050 - 69 O over 70

Are you male or female? 3 Male O Female

What is your relationship/role fo the O doctor O nurse

0 other professional

Was the person in the story able
to speak English?

O yes

T no

What is the main reason for telling

0 To encourage/compliment

0 To complain

this story? 0 To educate/influence 0 for relief 0 other
How would you describe your overall 0 strongly positive 0 positive O neutral
feeling about this story? O negative O strongly negative O not sure
In your conversations with other people, | rare 3 common 0 not sure
how common would you say this type

of story is?

How long ago did the person in this 0 < 6 months 0 6 months - 2 years

story die? 02 -5 years O > 5 years

Did the person in the story know they O yes Ono

were dying? 0 don't know O not applicable

How did you become aware that the

person was dying?

O didn't know the person was dying

O told by the dying person
O other

1 told by a doctor/nurse
0 told by a family member
O not applicable

Which of these things do you think was

most important to the person in the story?@

O being involved in decision making

O well managed symptoms

0 compassion /respect /dignity

3 communication and information

O choice about place of death

3 not sure/other

Which of these things was most

important for you?

O being involved in decision making
O well managed symptoms

0 choice about place of death

0 compassion /respect /dignity
3 communication and information

3 not sure

Where did the person in the story live?

3 own home

O residential/nursing home

O relative’s home

O other

Where did the person in the story die?

3 own home
3 hospital
O other

3 relative’s home

3 hospice

0O residential /nursing home

T in a public place
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If place of death was hospital/hospice/ | T < 24 hours O < 1 week 1 week - 1 month

residential/nursing home, how long was | T 1 month - 6 months 3 > 6 months

the person there before they died?

Was this their preferred place of death? O yes Ono 3 don’t know

If you know the cause of death, 0 cancer O respiratory disease O heart disease

what was it2 0 stroke 0 alzheimers/dementia related 3 genetic disorder
0 trauma eg accident 7 suicide O miscarriage
O stillbirth O neonatal death 3 other

What length was the final illness@ O no illness, sudden death O less than 1 week
0 between1 week - 6 months 0 6 months +

Thank you for sharing this story.
If you think you might need help with emotions experienced while telling your story,
please contact the Bereavement Coordinator within your area who can advise you

further about local support organisations.

Trust Bereavement Coordinator Contact details

Northern Barbara Bankhead 028 94424992

Southern Anne Coyle 028 38613861

South Eastern Paul McCloskey 028 90484511 ext 2398
Western Carole McKeeman 028 71345171 ext 5545
Belfast Heather Russell 028 90633904
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APPENDIX 8: UNDERSTANDING SENSEMAKER

il

86

This is a glossary of terms often mentioned in our report

Sensemaking
How do we make sense of the
world 80 we can act in it?

SenseMaker™ software
Analytical and inemogation
sulte of toole making extensive
use of visualisations, allowing
complex patterns and
exceplions to be discoversd

Signifiers
A semi-structured approach lo
lagging where additional layers
of meaning are added o the
ariginal fragment

Marrative approaches
Collecting data in the form of
narratives, as human tend to
convey complex knowledge
through their experiences
(namatives)

Prompting questions
A deliberately ambiguous
question designed to elici
experiences from people, in the
form of fragmentad namrative

Filters
A measurement of a factor
fvalue [ modulator that is a
feature of ona's narrative

I Cogritva Edgs Pie Lid. AN rights redereed

A comparison of approaches

Cognitive Edge Approach

Mumbers come with context of stories, the

latber which can be accessed directly when

neaded

Seeks namatives (experiences) from people,

as humans convey complax knowledge
through stories

Use of indirect prompling questions to elicit
answers that tend to be more honest and

revealing

Building understanding of context by
collection of samples of data

Cognitive Edge methods and tools ascertain
patterns in these stories fo obtain insights -

Modulators
A foree or factor which ehanges
the property of a phenomenon

Fragments
An experience captuned in or
related a8 a narrative, a
documnent, an anecdote, a
vides, digital recording or even
an image

Multi-choice questions
Questions that cover a range of
demographic details about the
respondent, as well as details
about namatives

Traditional Survey Methods

MNumbers that do net inform of the contest

Seeks opinions of people

Use of direct questions which people usually

axpect

Averages out someone 's experience
regardess of context

Reliance on tracktional statistical analysis
which *drowns out” weak signals until they

visualizations in SenseMaker 2 present become significant, at which point it may be

alternative and diverse points of view

B Cogribee Edios Fie Lbd A rafis ressresd

difficult and expensive to intervena



APPENDIX 9: HSC SERVICES STANDARDS FOR BEREAVEMENT
CARE

1. Raising Awareness: That Health and Social Care staff will be suitably trained to have
an awareness and understanding of death, dying and bereavement. Staff should also
acknowledge the fact that grief is a normal process following loss, and that needs vary

according fo an individual’s background, community, beliefs, and abilities.

2. Promoting Safe and Effective Care: That all Health and Social Care staff who have contact
with people who are dying and/or with those affected by bereavement will deliver high
quality, safe, sensitive and effective care before, at the time of and after death according

to individuals” backgrounds, communities, beliefs and abilities.

3. Communication, Information and Resources: That people who are dying and those
who are affected by bereavement will have access to up-to-date, timely, accurate and
consistent information in a format and language which is appropriate and will be helpful
to their particular circumstances consistent with their needs, abilities and preferences. Staff
will remember that the availability of written or other information does not negate their

personal support role.

4. Creating a Supportive Experience: That those who are dying and their families will be
afforded time, privacy, dignity and respect and, wherever possible, given the opportunity
to die in their preferred environment with access to practical, emotional and spiritual

support based on their individual needs, abilities and preferences.

5. Knowledge and Skills: That Health and Social Care organisations recognise the value of
a skilled workforce by ensuring that those coming into contact with, or caring for people
who are dying and those affected by bereavement are competent to deliver care through

continuing professional development; and by having systems in place to support them.

6. Working Together: That good communication and co-ordination will take place within
and between individuals, organisations and sectors, to ensure that resources are targeted
efficiently and effectively and that there is integration of care to meet the needs of people

who are dying and their families, friends and carers.
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