iLIVE Project: Delphi Study Round 1 Questionnaire

1. “BEING THERE” AND “BEING PRESENT” WITH THE PATIENT/FAMILY

This category relates to the concept of ‘active relational skills’, i.e. what characterises a ‘good
relationship’ between patients and volunteers. For example, to ‘be there’ for someone takes
unconditional acceptance, empathy, authenticity, warmth, understanding, sensitivity, honesty,
involvement, respect, expertise, attention, enthusiasm. Training should enhance and hone these
skills and qualities.

a.

Establishing an environment of ‘mutuality’ to promote empathy and a ‘non-
judgemental’ relationship[1-4]

Being attentive to the emotional needs of persons at the end of life (e.g. listening to the
patient’s/family’s fears, worries, hopes, dreams, and other feelings etc) [2, 5-9]

Being responsive to the ‘uniqueness of the other’ [2, 5-9]
How to be ‘present’ with patients and families[3, 4, 10-12]

Relational attunement; establishing a connection, building rapport and relationship
building with patients and families[1, 3, 13-18]

‘Journeying with’ patients, sitting with patients in the last hours of life[4, 8, 11]

Providing social support to patients and their families (e.g. talking with patients/families,
sharing hobbies and interests, reading to the patient etc) [5, 6, 10, 14, 16]

Understanding the social nature of the volunteer role [5, 6, 17]

Use of humour in patient/volunteer interactions[15]

2. COMMUNICATION SKILLS

This category relates to the ‘Instrumental’ elements which can underpin good communication
skills, for example 'learned' communication skills that adhere to a 'formal' learning and
teaching agenda. These are ‘taught skills’ which provide volunteer with a ‘framework’ to guide
their communication and engagement with patients and families.

a.

Advanced communication skills training: listening skills and responding to patient and
family emotions(5, 13, 19-21]

Advanced communication skills training: barriers to effective communication[5, 19, 20]

Understanding of “Do Not Attempt Resuscitation” orders, living wills, and power of
attorney[5]

Communication with patients with dementia and cognitive decline[5]

Communication skills for talking with children[22]



f. Dealing with issues of denial [13, 22]
g. Dealing with issues of collusion[13, 22]

h. General Introduction to Communication Skills: the need for good communication
skills[20, 23, 24]

i. Communication skills to support conversations around future care planning (Advance
Care Planning)[9, 21]

j. Communication skills to support conversations around end-of-life care issues [9, 21]

3. CULTURAL COMPETENCY

Cultural competence can be defined as the ability to understand, communicate with and
effectively interact with people with diverse cultures, values, beliefs, feelings. Cultural
competence encompasses being aware of one's own world view, developing positive attitudes
towards cultural differences, gaining knowledge of different cultural practices and world views.

a. Understanding diversity and seeing patients and their families as individuals[9, 12, 25-
28]

b. Understanding personal values, belief systems, attitudes, judgments and worldviews,
and how these may impact on the care and support provided to patients and their
families[9, 11, 25, 26]

c. How to support patients with diverse cultures, values, beliefs, and feelings[9, 25, 26]

d. Peer Support: Activities/resources to build and facilitate strong relationships with other
volunteer colleagues, to discuss difficult situations or patients, to ask questions and give
or receive advice in a friendly nonjudgmental environment[26, 29]

e. Exploration of fear of death and death anxiety[11, 23, 26, 30]

4. END OF LIFE PHENOMENA (EOLP)

End-of-life phenomena (EOLP) has been defined by Claxton-Oldfield as “unusual happenings that
occur shortly before, at the time of, or shortly after a person dies”[31].

a. Knowledge and understanding of different EOLP[31]
b. Understanding the prevalence and impact of EOLP on patients [31]

c. How to offer support to patients and families regarding EOLP[31]



7.

DEFINING AND PROMOTING UNDERSTANDING OF THE VOLUNTEER ROLE
This category relates to defining the role of the volunteer, in the care of patients in the last
hours of life and their families. This refers to establishing definitions of role, practice and the
volunteer ‘place’ within the organisation.
a. Understanding the ‘definition’ of the volunteer role within the service[3, 18, 29, 32]
b. Understanding the volunteer role as part of the care team([29, 33]
¢. Understanding of the complexities of the care environment and the role of the volunteer
within it; exploring power relationships between volunteer/staff and volunteer/patient
and family[3, 9]
ETHICAL ISSUES RELATING TO END OF LIFE CARE AND THE VOLUNTEER ROLE
This category has been included to highlight the complexity of the volunteer role and the
relationships that are built with patients, families and explore the potential ethical conflicts this
could generate.
a. Issues of confidentiality and how to navigate this within the volunteer role[23, 34]

b. How to ensure confidentiality is upheld whilst undertaking the volunteer role[23]

c. Negotiating 'boundary spaces' within the role of a volunteer (e.g. not ‘friend’ or
‘professional’ and not ‘paid’ member of the organisation)[9, 10, 18, 34, 35]

d. Understanding of ethical Issues that could be encountered as part of the volunteer role
(e.g. ethical dilemmas, competing interests, receiving gifts, clinical concerns etc) [11, 34,
35]

e. Understanding ethical issues in palliative and end of life care (e.g. assisted suicide,
hastening death etc)[10, 35]

LOSS, GRIEF AND BEREAVEMENT
This category reflects the emotional impact of life-threatening illness and end of life on patients
and families. Understanding loss and the diverse ways that people respond to loss may be
pertinent for volunteers caring for patients at the end of life in the hospital setting.

a. Understanding grief[10, 19, 23, 28]

b. Understanding loss[10, 19, 23, 28]

¢. Understanding bereavement[10, 19, 28]

d. Learning how to provide support to families, through grief and bereavement[6, 19, 36]

e. Understanding the nature and impact of ‘Complicated Grief’[22]



f.

Exploring the personal impact of grief and impact on the volunteer role[19, 22]

8. PHYSICAL SIGNS AND SYMPTOMS IN PALLIATIVE AND END OF LIFE CARE

This category reflects findings in the literature that suggest a basic knowledge of the common

symptoms associated with life-limiting conditions, and signs and symptoms of approaching

death, as potentially useful in reducing anxiety, whether their own, or that of patients or

families.

a.

Recognising changes in a patient’s clinical condition[37]
Issues relating to patients in isolation due to disease/condition[37]
Understanding common symptoms at the end of life[5, 19, 23]

Understanding the physical needs of persons at the end of life (e.g. mobility, cognition,
dysphasia etc)[5]

Understanding of issues of hydration at the end of life[5]

Understanding of issues of nutrition at the end of life[5]

Understanding of issues of artificial hydration at the end of life[5]
Understanding of issues of artificial nutrition at the end of life [5]
Understanding of common medications used for pain and symptom control[5]
Caring for ‘actively dying’ patients (e.g. days/hours leading up to death)[10]

Understanding of the physiology, signs and symptoms, of dying[10, 24, 36]

9. PRACTICAL ASPECTS OF THE VOLUNTEER ROLE (DELIVERING CARE AND SUPPORT)

Literature from this review highlighted a range of different ‘practical’ aspects of the volunteer
role. While some volunteer services advocated for ‘hands on’ and ‘direct’ care from volunteers
such as massage/touch, other services preferred volunteers to be involved in less direct care
such as ‘running errands’.

Comfort measures and strategies to support the patient (e.g. relaxation techniques,
meditation, music/art therapy)[23, 37]

‘Hands on’ comfort measures to provide comfort to the patients (e.g. touch,
massage)[10, 36]

Establishing a process of ‘handover’ between volunteers to support continuity of
care[37]



Providing practical support to patients and their families (e.g. running errands and
responding to needs) [6, 12, 36]

Identification of patients/family in need of volunteer support[33, 38]

Practical care that can be delivered by the bedside (e.g. helping with eating, drinking,
support with washing and cleaning teeth etc)[10]

10. PSYCHOLOGICAL/PSYCHOSOCIAL ASPECTS OF CARE AT THE END OF LIFE

This category reflects that for some volunteer services, psychosocial and existential elements of
care have been highlighted as a core part of ‘tasks’ undertaken by volunteers. Ensuring
volunteers are equipped to engage in this aspect of care necessitates increased volunteer
training provision.

a.

Issues regarding depression at the end of life[22]
Issues regarding anxiety at the end of life[22]
Understanding techniques and strategies for dealing with suicidal patients[22]

Understanding techniques and strategies for dealing with aggression
(patients/families/other) [22]

Family dynamics (e.g. mediating, dealing with conflict[10]

11. RELIGION AND SPIRITUALITY

Understanding the difference between religious and spiritual needs[6, 39]

Understanding and acceptance of, and respect for, the spiritual needs of persons at the
end of life[6, 39]

Understanding spiritual diversity[10, 19, 39]

Providing religious/spiritual support to patients and their families[6, 10, 24, 39]

12. VOLUNTEER AS PATIENT/FAMILY ADVOCATE

In some instances, volunteers can occupy a ‘middle ground’ between paid health-care professionals
(eg, doctors, nurses) and the patient’s family and friends. As such, volunteers occupy a space outside
both professional and family roles. Volunteers may become aware of patient/family needs that are
not being met, providing opportunity to advocate for those patients, or support families to advocate
for themselves.

a.

How to provide advocacy support for patients and their families[7, 11, 23, 36, 40, 41]

b. Understanding patient rights[23]



c. Being a source of informational support to patients and their families[6]

TRAINING PROGRAMME INFRASTRUCTURE: ISSUES OF RESPONSIBILITY TO THE
VOLUNTEER AND THE CARE PROVIDING ORGANISATION

The following categories highlight organisational issues related to setting up a volunteer service and
embedding it into the organisational structure.

13. VOLUNTEER RECRUITMENT/RETENTION

a. Use of 'motivation’ (to be a volunteer) assessment tool as part of the volunteer selection
process[30, 42, 43]

b. Use of a ‘personality’ assessment tool as part of the selection process[43-45]

14. VOLUNTEER SUPPORT
a. Self-care information and strategies and personal resilience[11, 19, 30, 32, 37, 41, 46-48]
b. Regular ongoing mentoring(3, 8, 10, 16, 17, 21, 29, 32, 33, 36, 41, 49]
c. Personal Death Awareness[22, 50]

d. Ritualsin dying: practicing 'rituals' and other ways to honour the lives of patients[10, 49,
51]

e. Establish an environment for informal supervision/formal structured supervision with
feedback[21]

f. Coping Strategies for dealing with suffering and death[4, 24, 30, 47, 48]
g. Access to wider support services and Psychological support[47, 48]

h. Training updates and other ongoing educational opportunities[10, 36, 49]

15. COMMUNITY ENGAGEMENT AND ADVOCACY FOR THE VOLUNTEER PROGRAMME

a. How to engage with community outreach opportunities within the local community to
raise awareness of the volunteer programme[40]

b. Engaging with staff and management within the care providing organisation, to promote
the work of the volunteer service[29]



16. VOLUNTEER COMPETENCY AND VOLUNTEER ASSESSMENT

a. Development of ‘Core Competencies’ for volunteers providing support to patients in the
last days of life, and their families[23, 28]

b. Development/agreement of ‘standard’ outcome measures to evaluate benefit of the
programme[23, 52]

¢. Include ‘formative Assessment’ of volunteers following training programme

d. Include ‘Summative Assessment’ of volunteers following training programme(5, 53]

17. ISSUES OF ORGANISATIONAL INFRASTRUCTURE AND IMPLEMENTATION

a. Embed the volunteer service within the organisation, with attention to
organisational/regional/national/international Legislation affecting volunteers[7, 9, 12,
20, 38, 49]

b. Establish organisational policy and procedures for role of the volunteer service and
volunteer coordinator [3, 7,9, 12, 20, 34, 49, 54]
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