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Participants of the semi-structured interviews

MWomen: 14 bereaved carers Men: 3 bereaved carers
_ Mean: 58.2 years Median: 55 years Range: 41 — 81 years

Relation to patient Daughter (n=5)

Son (n=2)
Wife (n=7)
Partner (n=1)

Daughter in-law (n=1)

Nephew (n=1)
Patient and carer living Yes (n=10) No (n=7)
ogether
0 Residential home manager (n=1)
Unemployed (n=3)
Retired (n=6)
Classroom Assistant (n=1)
Housewife (n=3)
Probation Officer (n=1)
Porter (n=1)

Health and Safety Officer (n=1)

ime post bereavement Mean: 7 months Median: 6 months Range: 4 — 17 months
_Northern Ireland (n=10), Republic of Ireland (n=7), Rural (n=8), Urban (n=9)
COPD (n=12), Interstitial Lung Disease (n=4), Bronchiectasis (n=1)
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Participants of the Focus Groups

0/ i(s] 1 Specialist Palliative Care Occupational Therapist (n=1)

Respiratory Nurse Specialist (n= 6)

Palliative Care Nurse Specialist (n= 3)

Consultant in Palliative Medicine (n=1)

Specialist Palliative Care Nurse Consultant (n= 1)
Respiratory Consultant (n=2)

Respiratory Ward Manager (n= 1)

Respiratory Deputy Ward Manager (n= 1)

Palliative Care Inpatient Unit Deputy Ward manager (n=1)

Physiotherapist (n= 1)
Northern Ireland (n=11)

Republic of Ireland (n=7)
Rural (n= 8)

Urban (n= 10)
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“Like if it was anytime
during the day | would
have just rang up the
respiratory nurse and

there was always
someone there to help
me.” (BC14, p4).
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“You know awareness is improving but there still are
professionals who are surprised and will say, “That patient is
respiratory they haven’t got cancer so why are you seeing
them?” So there is still a gap in the awareness even among
professionals.” (PCN4, Palliative Care Nurse Specialist, p5).




“Bronchiectasis patients are left to self -
manage at home and | would say that the
COPD patients are getting a better
[specialist and generalist] palliative care
service than the other cohorts [ILD and
bronchiectasis].” (RN7, Respiratory Nurse
Specialist, p9).
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“I know my limitations in terms of symptomatic
what can the girls [specialist palliative care nur
bring in that we [RNS] perhaps wouldn’t even
consider and therefore | think that specialist
palliative care is required on that account.”
Respiratory Nurse Specialist, p8).



However HCPs additic ed that the delivery of
oart of the role of all

“I think that in some of these NMRD patients the fact that
they have a chronic disease may not mean that they need
specialist palliative care but certainly a palliative approach is
needed and is all our responsibilities regardless of our
qualifications.” (PCN4, Palliative Care Nurse Specialist, p5).




“We don’t have a model for either delivering
palliative care or respiratory care and | sup
should.” (RN5, Respiratory Nurse Speciali




sh, C, Reid, J, Larkin, P, Porter, S & Hudson, P 2017, '
ision of generalist and specialist palliative care for
on-malignant respiratory disease in the North ¢
of Ireland: a qualitative study' BMC Pallia
).1186/s12904-017-0220-1
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LEVEL?2
Generalist Palliative Care
+

Specialist Respiratory Care
+/-
Specialist Palliative Care
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Generalist Palliative Care
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Specialist Respiratory Care



Level

Level

Level 3

A holistic approach to care should be introduced from
diagnosis, and delivered by both generalist palliative care
and specialist respiratory care providers.

As symptom complexities increase, generalist palliative
care and specialist respiratory care providers must
continue to provide holistic care. However, they must also
assess the need for referral to specialist palliative care
providers if they feel they need support or guidance in
managing the patient’s symptoms.

If the patient develops complex symptoms that generalist
palliative care and specialist respiratory care providers
perceive they are no longer able to effectively manage,
then timely referral to specialist palliative care services is
required.
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