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Research is....

‘Always a project of someone: a real person, who, in the context of particular
individual, social and historical life circumstances, sets out to make sense of a
certain aspect of human existence’ Van Manen (1990).
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Background to the study

* Most of the last year of life spent in the
community setting

* Increasingly complex interventions
provided at home

* Aging population

* Change in disease management models of
chronic disease = development of new
community nursing roles and community
services




n PROVIDING PALLIATIVE CARE: A COMPLEX ‘WHOLE SYSTEM®
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Collaborat



* The importance of collaborative working is recognised across
policy, practice and education

* Challenges to this aspiration

Requires time to develop relationships, trust and respect
(Downing 2012)

Care providers may not be co-located, may have different
documentation systems, employed by different organisations and
working towards different agendas (Victor 2000)

Poor understanding of others roles (McDonald and McCallin
2011)

Fears over role erosion from newly developed services, and
conflicting views as to who should have a central role in care
provision (king et al 2010).




To explore the lived experience of
people affected by advanced
disease, in relation to their
contacts with multiple services.




Interpretive phenomenology

Phenomenology helps us to understand other’s lived
experience of the world.

Phenomenological research exposes ordinary and everyday
aspects of health care, and encourages the challenging of
assumption.

Phenomenological research methods can be flexible to the
specific research question and population.

Phenomenological research processes impact upon
researchers themselves, having particular benefits for
researchers who also work within clinical practice.




A anticipated data collection
problem

People do not always know who it is

that is delivering their care
(Queens Nursing Institute, 2011).




Pictor

Visual research method based on the principles of PCP and Interpretive
phenomenology

Technique involves the creation of a chart that forms the basis of the
research interview

Encourages the participant to reflect on, and communicate their experiences
with the researcher.







Method

* VVan Manen
°* One healthcare trust

* Patients with a high likelihood of dying with the next 12
months —assessment using the PIG

* Interviews with 12 patients and 8 spouse carers
Cancer
COPD
Heart failure
Parkinson’s Disease

* Pictor Technique in all interviews

* Data analysed using phenomenological techniques and
Template Analysis.

* Writing as method in interpretation




Findings




Integrative theme: the interconnectedness of patient and carer
experiences.

1. Recognising illness: recognising services

1.1 They do things to me: we do things together

1.2 Helping me face my illness: the comforting presence of services
1.2.1 Previous invisibility of services

1.2 Services reducing the isolation of iliness

1.2.1 Being different

1.2.2 Being understood

1.2.3 Acceptance of death and dying

2. A partner who is ill: being a spouse, being a carer
2.1 The patient focus
2.1.1 ‘There’s no support for me’...

2.1.2 ‘1 don’t want to cry in front of him’: Partners presence restricting the spousal-carer’s
opportunity for discussion with health services

2.2 Declining service involvement

2.2.1 ‘And of course I said | am fine’

2.3 ‘My strength’: support from friends and family

2.4 Always watching: a unique insight

2.4.1 Specialist knowledge: contribution to, and rejection from the care team

3. My care team: using a team that works for me
3.1 Coordinating and managing the team

3.2 Significant health service relationships

3.2.1 Individuals, not role

3.2.2°like’ a friendship

3.2.3 Knowing them, knowing me

3.2.4 Listening to me

3.2.5 Not solving the unsolvable

3.3 ‘My Doctor’: GP involvement

3.3.1 Desire for holistic and supportive involvement
3.3.2 Secondary to other services

3.3.3 In acute illness




3. My care team: using a team that works for me

3.1 Daily managing

3.2 Significant health service relationships
3.2.1 Individuals, not role
3.2.2°like” a friendship
3.2.3 Knowing them, knowing me
3.2.4 Listening to me
3.2.5 Not solving the unsolvable

3.3 ‘My Doctor’: GP involvement
3.3.1 Desire for holistic and supportive

involvement
3.3.2 Secondary to other services

3.3.3 In acute illness




Significant health care
relationships

Relationship, not role...

‘Like” a friendship

Knowing them, knowing me...
Listening

Not solving the unsolvable

One or two individuals were often described as being
particularly valuable

Relationships varied in length of time and the role
the person was in

Commonalties included where the care provider
recognised them as a person and recognised their
personal experience of illness.

The ‘authentic’ relationship







Daily Managing

It is perhaps not surprising that some people take
on a management role in their own care, as
people who have spent a lifetime managing their
own lives, coordinating families, managing
budgets and resources do not suddenly lose these
skills because disease has entered their lives
(Kellehear, 2007).

* Dyadic - Patient and spouse carer
* ‘front line’ managing between care contacts
* active information sharing and co-ordinating role




Everyday choices

* Many people involved in care:
who to ring when there is a issue?

Assessing significance of problem and where questions should be
directed

Whether to follow advised course of action

* Choices based on a number of variables:

previous experience of a service, personal knowledge and
preference, advice of peer networks, confidence in clinical care,
availability, personal relationships, a sense of being known.

* ‘correct’ services bypassed







Strategies for daily managing

* Practical strategies

e Experientially learning methods of obtaining care
and adapting strategies accordingly

 Confidence in these strategies obtaining the

required response significant factor in people

feeling like they could continue to manage the

care situation and gave them confidence in the

their ability to cope with illness.

* When strategies fail the situation can feel out of

control










‘Caring for people nearing the end
of their lives is part of the core
business of General Practice’

Thomas, 20009.

* GP described as ‘My Doctor’.
* Anticipation that the GP would have a central role in care

* A desire for regular involvement — even where no
medical need identified, or needs being met by others.

* Lack of regular involvement sometimes interpreted as
lack of respect and care.

* Desire for recognition from their GP, for their doctor to
hear their story and acknowledge their experience.







So what.....7

* Relationships matter
The ‘authentic’ relationship
Skills required to enable this

* Each persons ‘health care team’ is different
Supporting people to understand and navigate this team
Communication of role

Appropriate utilisation of team
Further research needed

* Practice needs to attend to everyday decision making
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