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Abstract

Purpose: Caring for children with life-limiting conditions places exceptional demands on health professionals. Staff require 

the optimal skills and expertise necessary to provide the highest quality of care and to achieve this it is essential to 

understand their learning requirements. Aim: The aim is to share the main �ndings from a Clinical Learning Needs Survey 

conducted at LauraLynn, currently Ireland’s only children’s hospice. To date no other Irish service has conducted a formal 

identi�cation of professional learning and development needs speci�c to the Irish context. The �ndings from the study assist 

workforce planning by providing a glimpse into the immediate study needs of staff working in a children’s palliative care 

setting. The study had two main aims: a) Assist clinical staff within one organisation to identify their own professional learning 

priorities in children’s palliative care and b) Inform the design and delivery of a responsive suite of workshops, programmes 

and study sessions for children’s palliative care. Results: The study identi�ed the key learning needs as end-of-life care, 

palliative emergencies, communication skill development and bereavement support. Conclusion: These �ndings are similar to 

those found internationally and demonstrate the commitment of a new organisation to ensure that speci�c employee learning 

requirements are met if the organisation and wider specialty of Irish children’s palliative care is to continue its evolution.

Key words: Learning needs l Children’s palliative care l Education provision
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T
he emergence of children’s palliative care 

(CPC) as a specialty has a fundamental 

effect on societal and professional 

expectations placed on staff working within this 

area. It is well documented that for optimum care 

staff are required to have the skills, knowledge 

and expertise necessary to care for children and 

their families (American Academy of Paediatrics 

(AAP), 2000; White et al, 2001; Field and 

Behrman 2003; Brajtman et al, 2009; Klick et al, 

2014), such needs are distinct from the palliative 

care needs of adults (Downing et al, 2012; 

O’Shea and Kanarek 2013, Health Service 

Executive (HSE), 2014). The practical, 

psychosocial and emotional complexities 

inherent within the palliative care needs of 

children with life-limiting and end-of-life care 

requirements present challenges when appraising 

the learning and professional development needs 

of nursing, medical and other health and social 

care professionals (Forbes et al, 2006).

This paper describes findings from an 

organisational Learning Needs Survey carried out 

at LauraLynn, currently the only children’s 

hospice in the Republic of Ireland. By publishing 

the �ndings from this survey, this paper aims to 

respond to the call made by Gould et al (2004) in 

their systematic review of training needs analysis 

literature for single, speci�c organisations to use 

their �ndings at a micro-level to contribute ‘to 

the wider debate which seeks to link educational 

outcomes with enhanced practice (Jordan, 2000)’.

Children’s palliative care  

learning requirements

The 2005 Palliative Care Needs Assessment 

Report, a joint publication between the 

Department of Health and Children and the Irish 

Hospice Foundation, which drew from Central 

Statistics Of�ce �gures, previously highlighted 

that the number of deaths in children from life-

limiting conditions for the years 1996 to 2001 in 

Ireland was 3.6 per 10 000 (1996–2001), a 

signi�cant proportion of which occurred within 

the �rst year of life and the majority of these are 

within the first week of life. However, recent 

evidence suggests that recalculation from latest 

UK �gures adapted for the Irish setting indicate 

that a signi�cant underestimation of prevalence 

as closer to 32:10 000 �gure, indicating that there 
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Caring for children with life-limiting conditions places exceptional demands on health professionals. Staff require 

the optimal skills and expertise necessary to provide the highest quality of care and to achieve this it is essential to 

The aim is to share the main �ndings from a Clinical Learning Needs Survey 

conducted at LauraLynn, currently Ireland’s only children’s hospice. To date no other Irish service has conducted a formal 

identi�cation of professional learning and development needs speci�c to the Irish context. The �ndings from the study assist 

workforce planning by providing a glimpse into the immediate study needs of staff working in a children’s palliative care 

setting. The study had two main aims: a) Assist clinical staff within one organisation to identify their own professional learning 

priorities in children’s palliative care and b) Inform the design and delivery of a responsive suite of workshops, programmes 

The study identi�ed the key learning needs as end-of-life care, 

Conclusion: These �ndings are similar to 

those found internationally and demonstrate the commitment of a new organisation to ensure that speci�c employee learning 

requirements are met if the organisation and wider specialty of Irish children’s palliative care is to continue its evolution.

the �ndings from this survey, this paper aims to 

respond to the call made by Gould et al (2004) in 

their systematic review of training needs analysis 

literature for single, speci�c organisations to use 

their �ndings at a micro-level to contribute ‘to 

the wider debate which seeks to link educational 

outcomes with enhanced practice (Jordan, 2000)’.
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AbstractThe article re�ects on the ways in which a person-centred approach 

was used to ensure that people with dementia were given an 

opportunity to participate in research. The authors discuss three key 

issues—the importance of including people with dementia in research, 

informed consent and the possibility of accidental disclosure of 

diagnosis. The study was an in-depth examination of the ways in which 

the cancer team manages patients with memory problems and 

patients with dementia, and the experiences of these patients and their 

families in accessing outpatient cancer treatment and care in Wales. 

The study �ndings will be reported elsewhere. This article aims to add 

to the small body of existing knowledge within the literature that 

describes the experiences of researchers in actively involving people 

with dementia in research. Ke y  w o r d s :  D e m e n t i a  l  R e s e a r c h  l  C o n s e n t  

l Information 

This article has been subject to double-blind peer review.

T he inclusion of people with dementia in research is investigated in this article to �nd out if their involvement will enable a 
greater understanding of care experiences and 
provide the means of monitoring quality of care 
from the perspective of the person with dementia.

A team of experienced clinicians and 
academics successfully applied for funding for a 
study in 2014. The study was open to people 
with dementia at all stages of the disease process. 
The authors were aware that this was relatively 
new ground and that it would raise a number of 
complex ethical considerations. Their experiences 
led them to consider whether or not some 
researchers avoid undertaking studies that 
involve people with dementia, particularly those 
individuals who are in the later stages. The 
research team shared a common belief that to 
avoid involving people with dementia in research 
is unethical. Brooker (2010) argues that from an 
ethical standpoint it is dif�cult to exclude service 
users of health and social care, due to the current 
emphasis on service user involvement. The 
authors hope that by reflecting on their 
experiences and the lessons learned, it will 

encourage other researchers to include people 
with dementia in other studies.

Person-centred carePerson-centred care is a philosophy that has its 
origins in the work of Rogers (1961) and his 
beliefs in a client-centred approach. The late 
Professor Tom Kitwood used the term ‘person 
centred’ in relation to people with dementia as a 
means of seeing the person with dementia as a 
whole person with unique qualities, abilities, 
interests, preferences and needs (Kitwood, 1997). 
The bene�ts of using a person-centred approach 
in dementia care are supported by literature 
(National Institute for Health and Care 
Excellence, 2006). Person-centred care has 
become ‘synonymous with good quality dementia 
care’ (Brooker, 2003). Central to person-centred 
care is the concept of ‘personhood’ (Kitwood, 
1997). Personhood is de�ned as:

‘A standing or status that is bestowed upon  
one human being, by others, in the context  
of relationship and social being. It implies 
recognition, respect and trust’ (Kitwood, 
1997:8) 

Dewing (2008) also refers to personhood as 
being the ‘cornerstone’ of a person-centred 
approach. Baldwin’s (2010) analysis of 
personhood suggests that it can be supported or 
u n d e r m i n e d  b y  t h e  s o c i a l  a n d 
physical environment. 

Why involve people with dementia  in research?Traditionally, people with dementia have not 
been actively involved in research (Wilkinson, 
2002; Hellström et al, 2007). Hellström et al 
(2007) maintain that ethical dif�culties are often 
cited as a reason for their exclusion and while 
acknowledging that inclusion in research will 
raise a number of ethical and methodological 
issues, they argue that the benefits of 
participation will outweigh the risks. Wilkinson 
(2002) states two reasons as to why researchers 
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