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Abstract 

 

Background: Caring for a child with complex medical needs or a life limiting condition 

can be incredibly challenging for parents. Children’s hospices provide respite support 

for such families. To enable continued improvements in service provision and 

increased engagement, we aimed to understand parents’ experience of hospice-

based respite care. 

Methods: Qualitative and mixed methods studies were included. Four databases 

were searched systematically. Quality assessment of included studies was conducted 

using a standardised measure. Extracted data from studies was analysed using 

thematic synthesis.  

Results: 12 studies were included, comprising 438 parents. 7 analytical themes were 

apparent: “A cognitive journey to accepting respite in a hospice setting”, “Suggesting 

Areas for Improvement”, “Expectations vs reality”, “Initial control allows peace of 

mind”, “A much needed sense of connection”, “Reclaiming quality of life” and 

“Supporting the family system”. 16 descriptive themes were also derived. 

Conclusions: Gaining an in depth account of parental experiences of respite within a 

children’s hospice setting has key clinical implications. There is a need to increase 

awareness and dispel myths about children’s hospices, among both parents and 

professionals. The significant benefits of hospice respite for families highlight the 

necessity of such services. Further research should focus on conducting high quality 

studies exploring the needs and experiences of parents with a child who attends a 

children’s hospice.  
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1. Systematic Literature Review 

1.1 Introduction 

Caring for a Sick Child 

     Caring for a child with complex medical needs or a life-limiting condition can be 

emotionally, socially, physically and financially demanding for parents (1-3). Providing 

continuous care over time for a child in the home can place an enormous strain on 

parents, with mothers often taking on a full time care role (2, 4). Parents have reported 

difficulties such as; extreme fatigue, stress and social isolation due to rigorous care 

regimes preventing the family from spending time away from home. Additionally, 

parents report feeling unable to fully meet the needs of other children, often lack time 

for their spouse, experience marital strain, as well as having to manage grief reactions 

and anxiety about the child’s prognosis and fears for the future (1, 5-8). In addition, 

many parents describe the sense of loss they experience in terms of their own identity, 

as well as of the ‘normal life’ they expected to have (5). Often parents are the primary 

carers for their child, with limited support from extended family members, as well as 

statutory and voluntary agencies (1). However, despite reporting how difficult caring 

can be, many parents are also reluctant to ask for, or accept help and struggle to trust 

that their child will be appropriately cared for, as they have become experts in 

providing specialist care (8).  

Respite  

    Respite or ‘short breaks’ is a service which provides parents with an opportunity to 

leave their child in the care of a team of professionals who are trained to meet the 

complex medical needs of the child. The terms ‘respite’ and ‘short breaks’ are used 
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interchangeably in the literature, however the term ‘respite’ has negative connotations 

with parents not wanting their child to be perceived as a burden (9). Crucially, respite 

aims to help parents cope with the relentless demands of caregiving, through reducing 

stress and high levels of exhaustion that comes with caring for their child (10). 

However, it is well recognised that parents of children with complex care needs often 

struggle to find a suitable setting for their child to receive respite care. A recent 

systematic review exploring parents perceptions and evaluation of respite services 

across settings, highlighted the need for services that are able to meet the unique 

needs of children and families throughout the lifespan depending on disease trajectory 

(11).  

Children’s Hospice Respite  

     Children’s hospices are just one setting that offers respite for children with life 

limiting or threatening conditions, as well as children with complex medical needs. 

Evidence suggests that many parents hold negative perceptions of children’s hospice 

respite due to mistaken beliefs that they are solely places of suffering and death (12). 

This is problematic as families’ perception of respite care plays a vital role in 

determining whether they will utilise services (6). While children’s hospices do provide 

palliative care, including end of life care, their primary role is the provision of respite 

(13). Most children’s hospices offer families the choice of respite at home, or out of 

home short stays. Hospices focus on supporting those with life limiting conditions (but 

not exclusively at the end of their lives) to promote overall quality of life, and 

endeavours to meet the clinical, social, emotional and spiritual aspects of their needs 

(12).  
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     Research in this area is limited, however out of home respite stays offered by 

children’s hospices have been found to be associated with improvements in parental 

wellbeing (2). Remedios and colleagues completed a mixed-methods, pre-test and 

post-test study of 58 parents whose children were admitted to a children’s hospice for 

out of home respite (2). Caregivers were found to have below standard levels of quality 

of life compared to normative populations. Results showed that following respite, 

significant improvements were reported for psychosocial adjustment, fatigue, as well 

as mental health quality of life scores. Children’s hospice respite has also been found 

to be associated with improved wellbeing of the whole family (14).  

Rationale for Current Study  

     It is widely recognised within the literature that caring for a child with a life limiting 

condition, or a child with complex medical needs can be incredibly challenging for 

parents (15, 16). Accordingly, it is vital that adequate options for respite support is 

offered to families. However, parents have expressed their difficulties finding a setting 

for respite where they are able to trust that staff will be able to meet the complex 

medical needs of their child, which contributes to hesitancy to avail of respite care 

(11). Children’s hospices are a setting that are able to provide such skilled, tailored 

care, however parents have described their resistance to engage due to negative 

perceptions of hospices with death and bereavement (17). Despite such myths 

surrounding hospices, it is less well known about their primary role being for the 

provision of ‘short breaks’, as well as the delivery of end of life care for some children. 

Currently, only small numbers of children with complex needs or a life limiting condition 

are able to access hospices for out of home respite across the United Kingdom and 
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globally, and service provision is not geographically equitable (1, 18). In addition, 

studies have found that many admissions occur at times of crisis for families, 

suggesting that parents are not using hospice respite routinely (19, 20).  

     With regards to previous research, systematic reviews have explored the effects of 

respite support for children with complex care needs across various settings (e.g. 

specialist residential units, community settings, in the home), however there was little 

focus on children’s hospice-based respite  (4, 11, 14, 21). Another systematic review 

explored the experiences and needs of families with children receiving palliative care 

in the home from hospice staff (22). To date, no systematic reviews have focused 

exclusively on the experience of parents receiving out of home respite for their child 

in the unique setting of a children’s hospice, which may present unique challenges to 

parents. 

     Utilising respite care in a children’s hospice is likely to be a different experience for 

parents, compared to other settings such as community respite, day care centres or 

hospital respite, due to misconceptions about and palliative care and associations with  

death (23). Therefore, this systematic review will be a qualitative evidence synthesis 

aimed at exploring parents’ experience of hospice-based respite for their child. Here, 

the study aims to identify the needs of such parents, as well as perceived benefits of 

out of home, hospice respite. We hope the deeper understanding of parental 

experiences in this context will enable continued improvements in service provision 

and parental engagement with services. 
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1.2 Methods 

Design 

   A systematic review analysing data via qualitative evidence synthesis was 

completed (24). Preferred Reporting Items for Systematic Reviews and Meta- 

Analyses (PRISMA) (25) and the Enhancing Transparency in Reporting the Synthesis 

of Qualitative Research (ENTREQ) (26) guidelines were followed. The systematic 

review protocol was pre-registered on PROSPERO (registration number is 

CRD42021283558). 

Eligibility Criteria  

     Inclusion criteria (Table 1) were studies exploring the experience of parents who 

have at least one child living with a life limiting or threatening condition, and have 

attended a children’s hospice for respite. Studies were included if they specifically 

used the terminology ‘hospice’ to describe the setting. Exclusion criteria were studies 

exploring parents’ experience of other aspects of hospice care such as; end of life care 

and bereavement support. In addition, studies exploring experiences of hospice 

respite care in community settlings were also excluded. Studies before 2001 were not 

included. These studies were not included as a result of changes within hospice 

environments in the past twenty years due to advancements in medical care, with  a 

primary focus on respite services and holistic palliative care, rather than what 

previously was exclusively end of life care (27).  
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Search Strategy  

     A systematic literature search was conducted in November 2021. The following 

search strategy was used: “children’s hospice*” OR “paediatric hospice*” OR 

“paediatric hospice* AND “parent*” OR “family*”. The search strategy was developed 

in consultation with an expert information specialist. Search terms were adapted for 

specific databases as required to ensure the search was as comprehensive as 

possible. To our knowledge, all relevant studies were identified. The following 

electronic databases were searched: PsychInfo, Web of Science, MEDLINE and 

CINAHL. Studies identified were transferred to Endnote, followed by removal of 

duplicates.  
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Data Collection 

     Two reviewers (LC and MMcK) independently reviewed titles and abstracts of the 

identified citations, following removal of duplicates. The second reviewer (MMcK) 

screened 20% of these citations to ensure any relevant citations were not missed. The 

RETREAT framework was utilised to determine this method of reviewing (limited 

timescale and resources) (28). Initially interrater agreement was calculated, 

determined by a Cohen’s cappa calculation (k= .76). LC and MMcK met to discuss 

and resolve differences in their independent ratings and following this k=.94. Following 

this, forwards and backwards searching was completed. This involved searching the 

reference lists of studies meeting inclusion criteria and using a ‘cited by’ search 

function to identify all articles that cite back to each paper. Full text articles (24) 

underwent full-text review by both reviewers to determine whether they met inclusion 

criteria. Discrepancies among reviewers were discussed at each stage. A PRISMA 

Flowchart is shown in Figure 1 (29).   

Data Extraction 

     The following information was extracted from each study, guided by an extraction 

template: year of publication, country, population, number of participants, data 

collection, methodology, analysis, research question (26). Both reviewers 

independently extracted data from included studies using the template. Following this, 

discussions took place about any discrepancies until they were resolved. In terms of 

qualitative data, all relevant data from the results section (first and second order data) 

and abstract was independently extracted by both authors as outlined by Thomas and 

Harden (24) Any new interpretations or quotations were also extracted from the 
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discussion section where relevant (30). Some studies included information that was 

not relevant to the research question, therefore only relevant information was 

extracted. LC and MMcK met to discuss and resolve differences in extractions. 

Quality Assessment 

     Included articles were assessed for methodological quality using the Critical 

Appraisal Skills Programme (CASP) tool (12). The CASP tool is included in appendix 

1. This was chosen as it is the most commonly used tool in Qualitative Evidence 

Synthesis in Cochrane and World Health Organisation (WHO) guideline processes 

(30). Both reviewers (LC & MMcK) independently assessed the studies and then 

discussions involved resolving any discrepancies. Initially interrater agreement was 

determined through a Cohen’s kappa calculation (k= .81). LC and MMcK met to 

resolve discrepancies and following this k= .92. This process enhanced the reliability 

and validity of ratings, as well as reduced systematic errors in rating. No studies were 

excluded from the review based on quality. 

Data Analysis 

     Data was analysed using thematic synthesis (24). This was deemed the most 

appropriate method as the studies were expected to differ in terms of epistemology, 

as well as methodology, and within thematic synthesis themes can be derived from 

different methodologies (24, 28). Extracted data was exported into NVivo. The first 

step involved inductive coding of data line by line according to meaning and content. 

Similar codes were grouped together and any codes which overlapped were merged. 

Following initial line-by-line coding, all text that were applied to a code were re-

examined for accuracy and precision. A total of 131 codes emerged at this stage. 
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Similarities and differences between codes were identified and new codes were 

generated, which grouped together codes from this earlier stage.  As a result, 

descriptive themes emerged and were drafted by the first author. Critical discussion 

with other authors resulted in a final set of 16 descriptive themes. Stage three involved 

development of analytical themes. This step of ‘going beyond’ the data is described 

by Thomas and Harden as the most difficult, but a defining stage of thematic synthesis. 

Similar descriptive themes were joined together into groups. Seven overarching 

analytical themes were developed (see Appendix 2, Table 4).  

1.3 Results 

     Of 481 articles identified on PsychInfo, MEDLINE, CINAHL and Web of Science, 

206 duplicates were removed. A total of 275 citations were screened in terms of titles 

abstracts. Of these, 24 qualified for full-text screening. Any discrepancies between 

reviewers were discussed until consensus was reached. 12 papers were included for 

analysis. Eight additional papers were screened at this stage, but only 1 study met 

inclusion criteria, following full text review. This process is illustrated in a PRISMA 

flowchart (see Figure 1). 

 



15 

 

 



16 

 

The CASP was applied to 12 included articles and results are summarised in Table 2. 
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Study Characteristics 

    Table 3 illustrates study characteristics of the 12 included studies. The studies were 

conducted largely in the United Kingdom. Two were conducted in Canada and one in 

Australia. Overall, they explored 438 parents’ experience of hospice respite. 8 studies 

explored experiences through qualitative methods, and 4 were mixed method design. It 

should be noted that Dunbar et al (2020) produced 3 papers from a two-phase grounded 

theory study. Relevant results related to parents’ experience of hospice respite were 

presented across 3 papers, therefore relevant data from each was included for analysis. 

Only relevant data from phase 1 of the study (hospice users) were included. During 

analysis, care was taken to ensure data was only coded once. 
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Table 3 Study Characteristics 
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Themes  

          Table 4 (Appendix 2) provides a summary of key analytical and descriptive 

themes, as well as supporting quotations. Seven analytical themes were derived; ‘A 

Difficult Journey to Accepting Respite in a Hospice Setting’, ‘Suggesting Areas for 

Improvement’, ‘Expectations vs Reality’, ‘Initial Control Allows Peace of Mind’, 

‘Reclaiming Personal Quality of Life’, ‘A Much Needed Sense of Connection’ and 

‘Supporting the Family System’.  

A Difficult Journey to Accepting Respite in a Hospice Setting 

     The first analytical theme is comprised of the following descriptive themes; a 

difficult decision-making process and reaching acceptance and crisis point. This 

theme encapsulates parental barriers to accessing children’s hospices for respite. 

Across studies, parents reported that they went through an often lengthy and difficult 

decision-making process before they were ready to seriously consider using respite 

for their child in a hospice. Many were resistant due to negative connotations 

associated with the term ‘hospice’ and end of life care or death, which they were not 

ready to consider ((1, 19, 20, 23, 31-34). One parent who used a hospice respite 

service in the United Kingdom reported; “I know having spoken to other parents with 

children, that that's the last place that they would go, and it's really hard to get over 

that hurdle that, that it might be a place to die” (19). 

     Parents consistently reported that they reached crisis and a point of desperation in 

terms of their ability to cope with caring for their child before they were willing to accept 

respite (1, 19, 20, 31). One mother reported how they were “close to cracking up” 

before deciding to attend a hospice in Wales (1). In addition, in five studies, parents 
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spoke about having to come to terms with the realities of the child’s life limiting 

condition in terms of acceptance (1, 19, 20, 23, 31).  

Suggesting Areas for Improvement 

     The descriptive themes appreciation and gratitude to highly competent staff, limited 

choice of respite options and difficulties with access made up this analytical theme. 

This analytical theme reflects how parents’ experience of gratitude to the hospice may 

act as a barrier to feeling comfortable to express limitations of the service or suggest 

areas for improvement. Across all studies, it was evident the high levels of appreciation 

parents felt in relation to hospice respite services, with some referring to it as a 

‘’lifeline’’ (1, 19, 34). In particular, parents across all studies spoke of the gratitude they 

felt towards the hospice, particularly members of staff. A mother of a fourteen year old 

boy named Christopher attending a hospice in England reported “I wish I’d known 

about you earlier” (33). Parents also consistently spoke about the high quality of care 

provided by highly competent and nurturing staff members (1, 2, 5, 19, 20, 23, 31-36). 

Despite this, most parents were able to identify limitations associated with hospice 

respite, but it appeared that in some studies they didn’t feel comfortable raising these 

issues as they were grateful for and relied heavily upon support provided (1, 31, 34). 

Across all studies, parents highlighted that there was a limited choice of appropriate 

respite options for their child, and this led them to hospice in the first place (1, 5, 31-

35). Some expressed dissatisfaction with the unsuitability of other settings such as 

hospitals, noting that hospice settings felt more like ‘home’ (19, 20, 35). In most 

studies, there were parents who described difficulties with accessing hospice respite 

(2, 5, 19, 20, 31, 34). For example, some parents reported that it was difficult to 
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arrange transport for their child, particularly those who lived in rural settings and 

suggested that it would be helpful if hospice could provide transportation (1, 5, 34). 

One mother (Tania) of a child with severe disabilities described how “It just would have 

been great if they could have offered a transport service to and from, that would make 

life easier ... On your own with him in the car...if he was having a fit in the car or 

needing oxygen, I would be driving and I would have to pull over.” (34). Others 

described problems with booking respite stays. Some parents wanted to be able to 

plan stays further in advance so they could make plans, whereas others noted 

difficulties with planning far in advance due to the erratic nature of their child’s medical 

condition (5, 33). Parents expressed a need for respite booking to be flexible in terms 

of meeting their own personal circumstances (5, 19, 33). For example, provision of 

emergency respite/ crisis services was valued by parents (1, 5, 33, 35).  

Expectations Vs Reality 

     The following descriptive themes were grouped together to form this analytical 

theme; initial fear due to associations with death, positive environment not expected 

and dual functions of hospice. This theme illustrates a barrier in terms of negative 

expectations of what parents thought a hospice environment would be like were a 

stark contrast to what they experienced when they arrived at respite. Consistently, 

parents reported the term ‘hospice’ created an initial fear due to associations with 

death, which acted as a barrier to considering it as a setting for respite (1, 5, 20, 31-

34). Perceived negative connotations around hospice identity meant that parents held 

high levels of anxiety and were initially resistant to even consider hospice respite until 

a last resort. In some studies, parents reported that when they used respite, they didn’t 
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even use the word ‘hospice’ (1, 19, 31). One mother whose child attends a hospice for 

respite in England described how “the word hospice can be frightening” (1). Parents 

explained their understandable reluctance to think about what the future held for their 

sick child as a form of coping (19, 32, 33) 

     In the majority of studies, parents described their surprise at the incredibly positive 

hospice respite environment. Across studies, parents described the environment as a 

place of joy, laughter, warmth and safety (2, 5, 19, 20, 23, 31-36). In some studies, 

parents described how hospice felt like ‘home’ (5, 19, 23, 31). In others, it was valued 

that there was a focus on living, and improving the quality of life of the whole family, 

rather than death (5, 19, 20, 23, 31). One parent reported in a questionnaire describing 

her experience of a hospice in the United Kingdom how “these children were there to 

live, to have the best time possible with their families and friends, no stress, no pain 

just fun and love in abundance” (32). Some parents described how their knowledge 

about the full range of hospice services and was limited, and they did not have an 

accurate expectation of the positive environment. Some identified a need for health 

and social care professionals to be further educated about children’s hospices, so that 

myths can be dispelled and they can effectively signpost (1, 19, 20, 33). Parents also 

reflected on their experience of the dual functions of hospice – as a place of respite, 

with a focus on living, but also as a place where end of life care is provided (1, 5, 19, 

20, 23, 31). Some described how they were able to feel safe in a respite environment 

as the end of life care component was hidden (19, 23, 31). One parent described how 

a hospice in the United Kingdom “done a fantastic job in masking the real reason for 

the place, and you can't see any of it” (19). In addition, in a number of studies, parents 

spoke about how using respite had introduced them to the hospice. As a result, fears 
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about what the future may hold for their child were reduced due to conversations with 

staff, and they were able to feel more prepared for when the end of their child’s life 

may come (5, 20, 31).  

Initial Control Allows Peace of Mind 

     This analytical theme is comprised of the descriptive themes sense of control is 

necessary and peace of mind. The theme encapsulates both a barrier to accessing 

the hospice for respite, as well as parents’ experience of hospice. Across various 

studies, parents reported that initially having a sense of control was necessary for 

them to feel comfortable with their child attending respite, due to high levels of anxiety 

associated with separation. Parents expressed how they worried that no one would 

be able to care for their sick child as well as them, and they found it difficult to relinquish 

control (1, 5, 19, 23, 36) For example, parents consistently reported it was crucial for 

staff to possess the following qualities; nurturing, non-judgemental, consistent, high 

level of competence, to be able to demonstrate a high level of attention to their child’s 

unique medical needs and to be able to care for the child in the ‘same way’ as parents 

(5, 19, 20, 23, 31, 32, 34-36). One parent reported “I think I could speak for everybody 

that has a disabled child, and say that nobody looks after your child, [as well as you], 

nobody, and that is always a concern. Are the people there that are looking after my 

child competent, efficient and qualified to do it? And if they're not, we don't want them 

doing it” (19). Consistently, parents praised these qualities in staff they had 

encountered within their experience and all spoke about how this allowed them to 

experience peace of mind (1, 2, 5, 19, 20, 23, 31-36). In addition, parents described 

how they were able to experience peace of mind from knowing that their child was 
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enjoying themselves, gaining independence and socialising with peers (5, 19, 20, 32, 

36). A mother reported how “It is reassuring for us to feel that he is happy, and that he 

is enjoying himself as much as we are. That has an enormous effect on our state of 

mind” (36) when her child attended Lighthouse hospice in Canada.  

A Much-Needed Sense of Connection 

     This analytical theme is comprised of two descriptive themes; reducing social 

isolation and relating to other families. Across most studies, parents reflected on how 

their experience of respite, offered them a sense of feeling connected with both staff 

and other families they met in hospice. Notably, parents described how this enhanced 

sense of connection played an important role in reducing their social isolation, which 

was common. Many parents described how they had felt socially isolated before they 

came to the hospice; “friends had moved on” and they felt “left behind” and “isolated” 

(19). They reported loss of friendships. feeling isolated from partners, and being 

unable to turn to wider family or friends for help with caring due to a lack of expertise 

to care for the child due to the complexity of their medical condition (5, 19, 23, 34-36). 

Parents valued hospice respite for being able to reduce their feeling of isolation (5, 19, 

20, 23, 31, 36). Parents appeared to particularly benefit from the opportunity to meet 

and relate to other families, who one English parent hospice user described as ‘‘like-

minded’(31)’. It was noted that parents were grateful for a sense of normalisation and 

belonging that came from other parents in the same position, and were able to 

establish new support systems (5, 19, 20, 23, 31).  
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Reclaiming Personal Quality of Life 

     The descriptive themes a break from the responsibility, physical and emotional toll 

of caring and improving physical and mental health were grouped to develop this 

analytical theme which represents parents’ experience of hospice respite. This theme 

was particularly strong as it was noted by parents across all studies, and reflects the 

power of what respite can offer to parents in terms of giving them back personally, a 

sense of quality of life which had been lost. Parents consistently described both the 

physical and emotional toll of caring for their child (1, 2, 5, 19, 20, 23, 31, 32, 34-36). 

One mother with a child attending hospice for respite in North West England reported; 

“Now the children are big I can’t leave them. My mum’s very capable but she’s 70 ... 

Changing a nappy of a ... [teenager] who’s big and heavy ... It’s hard work physically 

as well ... it’s not just about the medical needs of the children even. It’s the physical 

aspects of looking after them ... It’s heavy work” (35). Parents explained how 

exhausting it was physically to care for their child, and to hold multiple roles (e.g. as 

nurse, carer, key worker). They also reflected on the feeling of loss that comes with 

having a child with a life limiting condition; of normality, personal identity, hopes for 

the future they had envisaged (1, 5, 19, 20, 23, 31, 36). Crucially, parents described 

how respite allowed for peace of mind, which provided a break from the responsibility 

of caring (1, 2, 5, 19, 20, 23, 31, 32, 36).  

     In addition, across studies parents described how the use of respite improved their 

physical and mental health. A parent with a child using hospice respite in Australia 

reported that “advantages of using respite is rather an understatement – it’s more like 

a life and mental health-saving necessity – as much as you adore your quirky child, if 
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you don’t have some time away from the never-ending tasks and responsibilities that 

are now part and parcel of your life, you can go a bit mad” (2). Parents most frequently 

described how they valued having an opportunity to rest, catch up on sleep and 

recuperate, trusting that their child was being well cared for (1, 5, 19, 20, 23, 31, 32, 

36). Moreover, parents spoke about how they felt liberated with a sense of freedom 

and normality the break from caring provided them with. Some described how they 

were able to make plans to see friends again, plan family holidays, take some time for 

self-care and were able to be more spontaneous which was unusual as they were 

normally bound to a strict routine due to their child’s care needs (1, 2, 5, 19, 20, 23, 

31, 32, 34, 36). Some parents described how respite at hospice had resulted in the 

development of increased self-compassion – they were able to acknowledge they 

needed a break without guilt (5, 20, 23, 36).  

Supporting the Family System 

     The final analytical theme is comprised of the following descriptive themes; support 

for the whole family and increased closeness between couples. Across studies, 

parents spoke about perceived benefits about their experiences of respite in terms of 

how the hospice support the whole family, not just the sick child. One parent using a 

hospice in the United Kingdom reported that “they take on the whole family not just 

the poorly child. We are all important” (32). Parents described how siblings benefitted 

both directly and indirectly from the hospice (1, 5, 20, 31, 34, 36). Parents were able 

to provide more attention and time to their other children when their child was at 

respite. In addition, some parents reflected on how siblings were able to spend time 

and sometimes stay at hospice with their brother or sister. This provided them with 
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emotional support and increased understanding about the child’s medical condition 

and what the future may hold. Finally, some couples described how before attending 

respite their relationship was in a bad place (20). They reported how respite stays 

allowed them to spend time together and reconnect as a couple(5, 19, 20, 31, 36). 

One parent with a child who attended hospice for respite in Canada reported that 

respite “helped mend a tattered relationship” (20). Therefore, parents spoke about how 

respite improved relationships between family members.
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1.4 Discussion 

     This qualitative evidence synthesis provides valuable insight into parents’ 

experience of and barriers to hospice-based respite for their child, which has important 

implications for service provision. Derived analytical themes included; a difficult 

journey to accepting respite in a hospice setting, suggesting areas for improvement, 

expectations vs reality, initial control allows peace of mind, a much needed sense of 

connection, reclaiming personal quality of life and supporting the family system. Within 

the themes, parents’ perceived benefits of respite, needs and limitations were 

identified, as well as insight provided into initial resistance to accepting such support 

within a children’s hospice setting. 

     The present systematic review clearly highlights the initial resistance and hesitancy 

described by many parents before accepting respite support in a children’s hospice 

setting, which is a barrier to accessing services. Results revealed that parents 

experience a difficult emotional journey before they reach of point of accepting external 

support, which was often at a point of crisis or desperation. Within the theme 

‘expectations vs reality’, parents described how before they had visited hospice, they 

associated the setting with death, bereavement and fear, which was a barrier to them 

accessing respite care sooner. In a recent qualitative evidence synthesis exploring 

parents’ experience of having a child with Duchenne Muscular Dystrophy, parents also 

spoke about their efforts to avoid thoughts regarding death and disease progression 

(16). Parents within this review, reported that they were surprised to find that their 

experience of hospice respite was a positive environment full of joy and highly 

competent staff, with a focus on living. 
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     These findings are consistent with work by Friedrichsdorf outlining common 

assumptions, myths and barriers about paediatric palliative care (37). These included 

inaccurate beliefs about palliative care exclusively being for children with cancer, 

accepting support as parents choosing to ‘give up’ and that curative treatment must 

stop (37). In addition, a study by Macdonald and Callery exploring parenting children 

with complex care needs, found that families’ perception of services available plays a 

crucial role in determining whether they will utilise services (6). Children’s hospices 

have historically been associated with anxiety and fear for parents, which is 

understandable (27). When children’s hospices were first introduced in 1967, they 

were recognised as being exclusively for end of life care, however in recent years, 

hospice ethos focuses on providing holistic care for families, with services such as 

hospice and at home respite, sibling support, symptom management and counselling 

(27).  

     A Delphi study exploring the experiences and perspectives of parents and 

professionals of a children’s hospice and key areas for future research, acknowledged 

that myths and misconceptions surrounding hospice care continue to prevail (38). The 

authors argued that it is imperative to find novel ways of increasing awareness about 

the nature of children’s hospice services. Research suggests that such attitudes and 

lack of knowledge can result in delayed referral to hospice services, leaving families 

struggling (39). Price and colleagues conducted a study evaluating a new teaching 

method for nursing students, which was an educational visit to a children’s hospice. 

Participants reported that the visit helped to change perceptions about children’s 

hospices, and that they felt that they could talk more knowledgeably to parents 

regarding services provided. Ensuring health and social care professionals are aware 
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of the availability, as well as benefits of hospice respite and are working to alleviate 

anxiety among families may mean that families can access hospice support early and 

benefit from respite services for as long as possible. 

     Findings from this study exploring parents’ experience of hospice based respite 

build on existing literature surrounding the clear benefits for parents and the whole 

family of respite care for children with complex medical needs, or with a life limiting 

condition (11). This review shows that hospice respite provided parents with an 

opportunity to reclaim quality of life that had been lost due to the emotional and 

physical toll of caring for their child. Parents reported significant benefits to their 

physical and mental health including getting a break from responsibility, rest, reduced 

social isolation, sense of normality and freedom. These results are consistent with 

MacDonald and Callery’s study exploring retrospective accounts of parenting a child 

requiring complex care. The authors presented a developmental map describing the 

trajectory of care from infancy to young adulthood, and parents evolving need for 

respite. Findings highlighted the physical and mental exhaustion experienced by 

parents over time and argued that overnight respite stays (such as those provided by 

hospice) were a necessity, with ‘short breaks’ being insufficient. In addition, Winger et 

al., systematically reviewed the experience and needs of families receiving palliative 

care at home for their child. Similarly to this review, the study found that respite is 

integral to improving the wellbeing and quality of life of the whole family (22). Not only 

do these findings highlighting the benefits of hospice based respite help to dispel 

myths about children’s hospices, but also have important implications for service 

provision across the limited number of hospices regionally. The need for increased 

funding and provision of hospice respite is clear, as the epidemiology of children with 
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life limiting conditions is progressing and data indicates that many children are 

surviving longer due to advancements in medical care (40).  

     Despite acknowledging the huge benefits of hospice respite and parents’ high level 

of gratitude for the service, this review identified that some parents may be less likely 

to feel comfortable expressing limitations or areas for improvement. This finding 

supports recommendations of Malcolm and colleagues study, who called for more 

research exploring parent experiences of hospices, as government policy recognises 

the importance of involving service users in health service planning (38). Despite 

parents praising the high quality care provided by hospice respite services, described 

as a ‘lifeline’, some limitations were expressed. There were some difficulties with 

regards to accessing services, limited choice of respite options and a need for 

increased flexibility due to the unpredictable nature of the child’s illness trajectory (10). 

This is in line with a study by Winger and colleagues, which found that respite is an 

integral part of palliative care, but access to resources is poor (22). A further review 

explored parents’ perceptions and evaluations of respite care services for children with 

complex needs (11). The latter identified barriers to respite services such as lack of 

funding and attaining flexible options to meet the needs of the family. 

Strengths and Limitations 

     This study provides an in depth qualitative synthesis of parents’ experience of 

respite in the unique environment of a children’s hospice. Most studies were deemed 

to be high quality, however studies of lower quality were also included in the review, 

to ensure that all evidence was included. In addition, screening, data extraction and 

quality appraisal was conducted by two researchers, which added rigour to the 
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process. In terms of study limitations, few countries were represented in the literature- 

included studies were from the United Kingdom, Canada and Australia, which are all 

English speaking and Western countries. Findings therefore cannot be generalised to 

other countries with different health care systems, or those with different cultural or 

religious perceptions of death. Furthermore, quality assessment highlighted that none 

of the included studies explored the relationship between researcher and participants.  

Conclusions  

     Key findings of this review have strong clinical implications. Firstly, there is a need 

to increase awareness and dispel myths surrounding services provided by children’s 

hospices for both parents and professionals. Parents may benefit from accessing 

materials highlighting parents’ experience including benefits of hospice care, and 

professionals from increased education. Work is required by professionals to alleviate 

anxiety and normalise the routine use of children’s hospices early on for parents with 

a child with a life limiting condition. This review also raises questions in relation to 

whether ‘hospice’ terminology may prevent parents from accessing much needed 

support earlier. This study provided a detailed understanding of the perceived benefits 

of respite support for parents, highlighting the necessity of hospice respite support 

within paediatric palliative care. It also supports a need for increased funding for the 

limited number of children’s hospices within the United Kingdom. This review 

recommends that further high quality research should be conducted, exploring the 

experience and needs of parents caring for a child with a life limiting condition, as well 

as of those who attend children’s hospices. Parents should be provided with 

opportunity by services to express their needs. This review also highlights a gap within 
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the literature in relation to the experience of children of children’s hospices. More 

studies should explore the experience of children utilising respite in a children’s 

hospice, as they deserve an opportunity to have their voices heard.
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3. Journal Guidelines 

BMC Palliative Care Guidance 

• Use double line spacing 

• Include line and page numbering 

• Use SI units: Please ensure that all special characters used are embedded in 

the text, otherwise they will be lost during conversion to PDF 

• Do not use page breaks in your manuscript 

Preparing your manuscript 

The information below details the section headings that you should include in your 

manuscript and what information should be within each section. 

Title page 

The title page should: 

• present a title that includes, if appropriate, the study design e.g.:  

o "A versus B in the treatment of C: a randomized controlled trial", "X is a 

risk factor for Y: a case control study", "What is the impact of factor X on 

subject Y: A systematic review" 

o or for non-clinical or non-research studies a description of what the 

article reports 

• list the full names and institutional addresses for all authors  
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o if a collaboration group should be listed as an author, please list the 

Group name as an author. If you would like the names of the individual 

members of the Group to be searchable through their individual PubMed 

records, please include this information in the “Acknowledgements” 

section in accordance with the instructions below 

• indicate the corresponding author 

Abstract 

The Abstract should not exceed 350 words. Please minimize the use of abbreviations 

and do not cite references in the abstract. Reports of randomized controlled trials 

should follow the CONSORT extension for abstracts. The abstract must include the 

following separate sections: 

• Background: the context and purpose of the study 

• Methods: how the study was performed and statistical tests used 

• Results: the main findings 

• Conclusions: brief summary and potential implications 

• Trial registration: If your article reports the results of a health care intervention 

on human participants, it must be registered in an appropriate registry and the 

registration number and date of registration should be in stated in this section. 

If it was not registered prospectively (before enrollment of the first participant), 

you should include the words 'retrospectively registered'. See our editorial 

policies for more information on trial registration. 

http://www.consort-statement.org/
https://www.biomedcentral.com/getpublished/editorial-policies
https://www.biomedcentral.com/getpublished/editorial-policies
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Three to ten keywords representing the main content of the article. 

Background 

The Background section should explain the background to the study, its aims, a 

summary of the existing literature and why this study was necessary or its contribution 

to the field. 

Methods 

The methods section should include: 

• the aim, design and setting of the study 

• the characteristics of participants or description of materials 

• a clear description of all processes, interventions and comparisons. Generic 

drug names should generally be used. When proprietary brands are used in 

research, include the brand names in parentheses 

• the type of statistical analysis used, including a power calculation if appropriate 

Results 

This should include the findings of the study including, if appropriate, results of 

statistical analysis which must be included either in the text or as tables and figures. 
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This section should discuss the implications of the findings in context of existing 

research and highlight limitations of the study. 

Conclusions 

This should state clearly the main conclusions and provide an explanation of the 

importance and relevance of the study reported. 

List of abbreviations 

If abbreviations are used in the text they should be defined in the text at first use, and 

a list of abbreviations should be provided. 

The information below details the section headings that you should include in your 

manuscript and what information should be within each section. 
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• Consent for publication 

• Availability of data and materials 
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• Authors' information (optional) 

Please see below for details on the information to be included in these sections. 

If any of the sections are not relevant to your manuscript, please include the heading 

and write 'Not applicable' for that section.  

Ethics approval and consent to participate 

Manuscripts reporting studies involving human participants, human data or human 

tissue must: 

• include a statement on ethics approval and consent (even where the need for 

approval was waived) 

• include the name of the ethics committee that approved the study and the 

committee’s reference number if appropriate 

Studies involving animals must include a statement on ethics approval and for 

experimental studies involving client-owned animals, authors must also include a 

statement on informed consent from the client or owner. 

See our editorial policies for more information. 

If your manuscript does not report on or involve the use of any animal or human data 

or tissue, please state “Not applicable” in this section. 
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Abstract 

Background: Working in a children’s hospice is highly emotive and stressful. Despite 

this, there has been a lack of research aimed at improving staff wellbeing. The aim of 

the study was to explore acceptability and feasibility of an online stress management 

training for children’s hospice staff during the COVID-19 pandemic. 

Methods: A 10 week online, ACT-informed stress management training was delivered 

to a small group of children’s hospice staff (n=9). Baseline and follow up outcome 

measures were administered. Interviews were conducted with participants (n=8) to 

explore acceptability, as well as barriers and facilitators to adherence. Quantitative 

data was analysed using descriptive statistics and qualitative data using the 

Framework Method of Analysis.  

Results: Feasibility data indicated that there was low engagement with the training 

and poor completion of follow up outcome measures. However, participants provided 

an in-depth account of their experience, which allowed acceptability, as well as 

barriers and facilitators to adherence to be identified. Eight categories were derived 

from qualitative data: ‘resistance to engage’, ‘absence of psychological safety’, 

‘suggested improvements’, ‘work priorities vs self-care’, ‘organisational factors’, 

‘motivators’, ‘preference for wellbeing initiatives’ and ‘content that helps’.    

Conclusions: This study has important implications for the development of future staff 

wellbeing initiatives for children’s hospice staff, as well as healthcare staff more 

broadly. Findings suggest the importance of co-production in developing staff 

wellbeing initiatives. Future research is required to further explore the needs and 

preferences for wellbeing initiatives of children’s staff.  
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4. Large Scale Research Project 

4.1 Background 

     Work stress among hospice staff is common (1). Despite the significant challenges 

that staff experience to their psychological wellbeing, there has been limited well-

designed research evaluating the effects of psychosocial interventions for reducing 

work stress (2). Staff working in children’s hospices provide palliative care to children 

and young people living with life limiting conditions. Their vital work involves supporting 

and enhancing the quality of life of children and their families. Children’s hospices 

provide distressing symptom management, respite services, as well as sadly, end of 

life care for some children (3). Although staff acknowledge the rewarding nature of 

their unique work, it can also be highly emotional and stressful (3).  To date, only a 

limited number of studies have evaluated psychological interventions aimed 

specifically at improving children’s hospice staff wellbeing (4). Therefore, there is an 

urgent need to address the research gap in this area.  

Work Stress in Children’s Hospice Staff  

     Most research focuses on exploring the experience of work-stress in adult hospice 

settings. Comparatively less is known about the prevalence and experience of staff 

working in children’s hospices (1). One systematic review concluded that while still 

stressful, compared to hospital and community settings, providing end of life care to 

children in hospices were found to be the optimal working environment for staff (5). 

Reasons included informal home like settings and the priority of time afforded to social, 

emotional and spiritual aspects of care (5). It may be that these factors act as buffers 

for work stress, however more research is required. Children’s hospice staff report 
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positive experiences at work, contributing to overall job satisfaction: the rewarding 

nature of the work; development of meaningful relationships with children and families, 

gaining a new perspective about what is important in life, and having an opportunity to 

make a difference (3, 5).  

     Nonetheless, staff do experience of work stress, which impacts on emotional 

wellbeing. Sources of stress include: difficulties maintaining boundaries with patients, 

feeling pressure to get it right for children and families, working in pressured 

environments with staff shortages, and managing difficult team dynamics such as 

conflict (3, 6). Moreover, in relation to end of life care, most multidisciplinary children’s 

hospice staff recognise the emotional intensity associated with the work, including 

managing their own grief following a child’s death (3).  

     Research has shown that over time, the impact of chronic stress can lead to 

burnout and compassion fatigue in healthcare staff (7, 8). Although the impact of work 

stress has yet to be explored in children’s hospice staff, within healthcare staff 

moderate to high levels of burnout has been associated with poor patient safety 

outcomes, absenteeism and reduced job satisfaction (9, 10).  

Job Demand-Control Model of Work Stress 

     Several theoretical models of work stress have been developed, however the most 

dominant is the job demand-control (JDC) model (11). According to the model, the 

severity of job strain varies as a result of the decision latitude given to staff, as well as 

the environmental demands placed on them(11). As such, staff perceive high levels of 

work stress when their decision latitude (control) is low and job demands 

(psychological stressors e.g. work pressures) are high.  
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Psychological Flexibility Model & Work Stress 

     Psychological flexibility is ‘the ability to contact the present moment, behaving in 

line with one’s values’ (12). It  includes the following sub-components: 1) Openness, 

which refers to willingness to experience unwanted thoughts and feelings, 2) 

Awareness, the ability to use mindfulness to notice thoughts and feelings in the 

present moment, and 3) Engagement, which is consistently acting in a way that is 

consistent with one’s values (13). Studies have found that high levels of experiential 

avoidance and cognitive fusion (psychological inflexibility) are predictive of high 

perceived stress levels, in contrast to the JDC model (14). Experiential avoidance is 

any coping behaviour that aims to control or avoid the experience of difficult thoughts 

and feelings (12). Individuals with high levels of experiential avoidance, are likely to 

avoid the emotional experience attached to stressors and over time, this leads to an 

increase in the intensity of the stressful experience (15). Cognitive fusion refers to how 

an individual can become fused, or entangled with difficult thoughts and feelings (12). 

The more fused an individual is, the more likely they are to engage in experiential 

avoidance (16). Promoting psychological flexibility is an alternative to experiential 

avoidance and cognitive fusion. 

Psychological Interventions for Hospice Staff 

     A systematic review by Hill and colleagues evaluated the effectiveness of 

psychosocial interventions aimed at improving wellbeing in adult palliative care staff 

(2). The authors concluded that there was lack of well-designed studies and 

insufficient evidence to be able to draw any meaningful conclusions about what 

interventions are effective for improving wellbeing for staff. Schwartz rounds, which 
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were developed to provide staff with a safe space to reflect on the emotional, social 

and ethical challenges at work, have gained popularity across healthcare settings in 

the United Kingdom (17, 18). Despite this, the overall evidence base for this type of 

intervention is limited (18). However, it should be noted that one study examined the 

impact of Schwartz rounds in a children’s hospice through qualitative interviews (4). 

Results were promising with staff reporting a positive impact on wellbeing and 

organisational culture, with staff reporting increased empathy, tolerance and 

connection between each other.  

     Recent research has focused on mindfulness-based interventions for stress and 

burnout in adult hospice staff aimed at improving wellbeing. However, research in this 

area is weak with no randomised controlled trials (RCT) and varying outcome 

measures. One study piloted a 10 week mindfulness and compassion focused 

meditation intervention with interdisciplinary palliative care staff (19). Significant 

reductions were reported for stress, anxiety and emotional exhaustion with effect sizes 

ranging from small to medium but the study lacked a control group and randomisation, 

leading to possible selection bias. Despite this, qualitative data indicated 

improvements in interpersonal and team communication, as well as decreased levels 

of stress and rumination. Gerhart et al. explored the impact of an 8-week stress 

management and communication skills training (‘ACCEPTS’) on 21 adult palliative 

care staff (20). The training was informed by ACT principles such as mindfulness, 

acceptance and values clarification exercises. Despite limitations of study design such 

as no control group or randomisation, as well as a small sample, preliminary results 

were promising for further research to be undertaken. The training was reported by 
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the authors as acceptable and feasible, as well as significant improvements in study 

outcomes related to participant wellbeing.  

     O’Mahony at al. piloted a similar 8 week mindfulness and values based intervention 

with 13 children’s end of life palliative care hospital staff (20). Despite, a lack of control 

and small sample size, it was found to be acceptable and feasible. Clinically significant 

change was found for depressive and PTSD symptoms. However, it should be noted 

that on average, participants experienced minimal to mild depressive symptoms at 

baseline. 

ACT Work Stress interventions 

     Acceptance and Commitment therapy (ACT) is a psychological intervention that 

seeks to improve wellbeing and reduce distress through enhancing psychological 

flexibility (21, 22). Within a work context, ACT-informed stress management 

approaches aim to alter an individual’s emotional reaction associated with stressors 

by increasing psychological flexibility (23). In contrast to the JDC model, from a 

psychological flexibility perspective, individuals may still perceive high levels of work 

stress, but can utilise techniques to tolerate difficult emotions associated with stress, 

as well as behave in a manner than is consistent with individual values. In children’s 

hospices, promoting acceptance among staff is extremely relevant, due to the 

unalterable nature of many sources of stress (3). In addition, ACT approaches are 

rooted in mindfulness principles, and as discussed previously, mindfulness stress 

management approaches have proved promising for hospice staff (20). Research in 

this area is still in its infancy and higher quality trails are required to demonstrate the 

efficacy of ACT. However, a recent systematic review and meta-analysis evaluated 
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the effectiveness of ACT interventions for healthcare staff (24) and found that ACT 

was effective in reducing general distress and work-related distress compared to 

controls. Effect sizes were small, however results are still promising.  

Medical Research Council Guidance on Development of Complex Interventions 

     It is well recognised that careful development of complex interventions is necessary 

so they have a better chance of being effective when evaluated and implemented in 

real world settings (25). The UK Medical Research Council (MRC) published guidance 

on developing and evaluating complex interventions (26). The framework proposed 

four phases: development, feasibility and piloting, evaluation and implementation. The 

importance of assessing feasibility and acceptability of interventions is emphasised as 

an essential component. This is due to randomised controlled trials often being 

undermined with problems of acceptability, compliance, delivery, recruitment, 

retention, as well as smaller effect sizes than expected, which could have been 

predicted through a pilot (26). The framework also recommends examining barriers to 

interventions from the perspective of participants in order to enhance acceptability of 

future interventions. 

Research Aims 

     This study aimed to evaluate a psychological intervention for children’s hospice 

staff. Specifically, it aimed to evaluate an online ACT-informed stress management 

and communication skills training, based on ACCEPTS (20) that was delivered to a 

small group of children’s hospice staff. The primary aims were to explore the feasibility, 

acceptability, as well as barriers and facilitators to engagement. These are important 

components to measure as part of intervention development, as described by the MRC 
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framework (26). At present, there is a knowledge gap as no studies have explored 

children’s hospice staff experiences of an ACT-informed intervention. Hospice 

management identified a need to address stress, avoidant coping, team relationships 

and communication within the organisation, hence the basis of this study 

Specific objectives of the study were to:  

1) Examine the feasibility of the training specifically related to participation, 

adherence to the training and completion of outcome measures pre and post 

the intervention.  

2) Explore acceptability of the training to participants in relation to completion of 

self-directed modules and the sessions.  

3) To identify the barriers and facilitators to adhering to the training. 
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4.2 Method 

Design 

     The study was a pre-post feasibility and acceptability study. Feasibility markers 

were participation and adherence rates of the training, as well as completion rates of 

outcome measures. Acceptability was explored through semi-structured interviews 

with participants. Standard measures were taken two weeks before and three months 

after the training was made available to participants, and semi-structured interviews 

were conducted with participants.  

Participants 

   Participants were recruited to take part in the study on a voluntary basis, through 

expressions of interest at a team meeting. Participant information and consent forms 

were delivered to the participants’ place of work and distributed by an administrator. 

Participants who expressed an interest in taking part were given the contact details of 

the researcher (LC) to discuss the study in more detail by telephone. Participants 

provided their email address to access the training and for contact to take part in an 

interview after the training was completed. Participants returned consent forms to the 

researcher via email.  

     Participants were eligible to be included if they were clinical staff, had managerial 

responsibilities and were employed in a children’s hospice setting. Individuals were 

excluded if they were in junior clinical roles, or on sickness leave at the time of 

recruitment. 

Procedure 
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     Participants who consented to take part in the study were emailed a link by a work 

administrator to a Qualtrics platform that hosted the online questionnaires, followed by 

a reminder 1 week later. Participants generated a 6-digit anonymous code at the start 

of the survey. The survey included measures of work stress, psychological flexibility, 

self-compassion and team climate. Participants were invited to take part in a 10-week 

online ACT-informed stress management and communication skills training. Three 

months after the training, participants were asked to complete the same set of 

measures as previous using a second Qualtrics link. Participants were also invited to 

take part in a semi-structured interview to explore acceptability and contextual factors 

which may act as barriers or facilitators to adhering to the training. The interviews were 

conducted using Microsoft Teams by the lead researcher (LC). The researcher kept a 

reflexive journal during interviews so that any bias that may impact analysis could be 

identified (27). 

The Training Programme  

     A 10-week, online ACT-informed stress management and communication skills 

training programme was made available to a small group of participants on a weekly 

basis. The training was based on ACCEPTS, which the authors consented to (20). It 

was informed by principles of psychological flexibility, involving experiential 

mindfulness practice and value clarification exercises and was designed as specific to 

palliative care staff. It incorporated psychoeducation about the biopsychosocial model 

of stress, burnout and avoidance and aims to target avoidant coping by promoting 

acceptance, and openness to difficult emotions. It also aimed to develop 

communication skills. The adapted version of ACCEPTS was delivered on CANVAS 
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as self-directed learning. Materials included podcasts, workbooks, listening/ reflection 

exercises. The 10 modules covered; mindfulness training, self-compassion and 

mindfulness for difficult emotions, values clarification, working with patient values, 

acknowledging value conflict, silence and listening, working with worry, family 

meetings (breaking bad news, anger, shock, sadness) and promoting self-care. 

Participants were also invited to participate in three reflective practice sessions, 

facilitated by a qualified clinical psychologist via Microsoft Teams. 

Materials 

Work Stress Questionnaire 

     Work Stress was measured by the Work Stress Questionnaire (28). The self-report 

questionnaire measures work characteristics and the extent to which employees 

perceive these to be stressful. The 21 items cover 4 themes; ‘indistinct organisation 

and conflicts’, ’individual demands and commitment’, ‘influence at work’, and ‘work to 

leisure time interference’ (29). It includes questions such as ‘has your supervisor done 

anything to solve conflicts?’. If respondents answer “yes” or “partly”, these responses 

are scored on a 4 point Likert Scale ranging from 1-3 measuring degree of stress  (1= 

“not stressful”, 2=“less stressful”, 3=“stressful” or 4=“very stressful”). The measure has 

demonstrated satisfactory levels of reliability and validity (28, 30).  

Modified Index of Interdisciplinary Collaboration 

     Team climate was measured by the Modified Index of Interdisciplinary 

Collaboration (31) a measure is a modification for hospice staff, of Bronstein’s (32) 

Interdisciplinary Collaboration tool. The reliable and valid measure is a 42 item 5-point 
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scale (31). Items measure self-reported levels of collaboration amongst professionals, 

and includes statements such as; ‘when colleagues from different disciplines make 

decisions together they go through a process of examining alternatives’ The measure 

has 5 subscales; interdependence, newly created professional activities, flexibility, 

collective ownership of goals and reflection on process. A score of 5 is indicative of 

the lowest perception of collaboration between professionals, with a score of 1 being 

the highest. 

Self-Compassion Scale – short form 

     Self-compassion was measured with the Self-compassion Scale- short form (33). 

The self-report 12-item measure assesses 6 components of self-compassion: self 

kindness, self-judgement, common humanity, isolation, mindfulness, and over-

identification. Items are scored on a 5 point Likert scale.  A score of 1-2.5 indicates 

low self-compassion, 2.5-3.5 indicates moderate, and 3.5-5.0 is an indication of high 

self-compassion (33). Scores of the subscales are added to provide an overall self-

compassion score. The measure demonstrates good psychometric properties (34).  

Comprehensive Assessment of Acceptance and Commitment Therapy 

     Psychological flexibility was measured by the Comprehensive assessment of 

Acceptance and Commitment Therapy processes (35). The comPACT is a 23-item 

measure of ACT processes; openness to experience, behavioural awareness, and 

valued action. The measure also provides a score for overall levels of psychological 

flexibility. Scores closer to 134 are indicative of higher levels of overall psychological 

flexibility. Items are scored on a 7-Point Likert scale (e.g. ’I try to stay busy to prevent 
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thoughts and feelings from coming’, ‘I get so caught up in my thoughts that I am unable 

to do the things that I most want to do’). The measure has demonstrated strong internal 

consistency and good validity (35, 36).  

Semi-structured Interview Schedule 

     A semi-structured interview schedule was used to explore participant acceptability, 

feasibility and contextual barriers that may act as facilitators or barriers to adherence. 

Development of the interview schedule was guided by the ‘Theoretical Framework of 

Acceptability’ (37). The authors of the framework propose that acceptability can be 

measured prospectively or retrospectively, and can be operationally defined as a 

‘multifaceted construct represented by seven components; affective attitude, burden, 

perceived effectiveness, ethicality, intervention coherence, opportunity costs, and self-

efficacy’ (37). This is illustrated in Figure 1.  

 

Figure 1. The Theoretical Framework of Acceptability, comprising seven component 

constructs, copied from Sekhon et al (37). 
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Analysis 

     Interview recordings were automatically transferred to a secure site via Microsoft 

Stream. Data was transcribed verbatim. Qualitative data exploring acceptability, as 

well as barriers and facilitators to adhering to the training was analysed using the 

Framework Method of Analysis (38). The seven stages of the Framework Method of 

Analysis outlined by Gale et al. (38) informed the analysis. During stage one, audio 

recordings of the interview were transcribed verbatim by the researcher. Stage two 

involved spending time becoming familiar with the data, which included recording 

analytical notes and impressions. Following this stage, inductive coding was carried 

out independently by two researchers on the first two transcripts, to ensure important 

aspects of the data were not missed. In stage four, the researchers met to discuss and 

agree on a set of codes that could be applied to all remaining transcripts. Codes were 

allocated into categories and clearly defined to form the working analytical framework. 

During stage five, the working analytical framework was applied by indexing 

subsequent transcripts using the existing codes and categories. Following this step, 

data was charted onto a matrix on an Excel spreadsheet to facilitate the recognition of 

patterns. In the final stage, further interpretation of the data took place. This included 

identification of similarities and differences between the data and exploring 

relationships and causality. During this stage, barriers and facilitators were grouped 

within each theme. At the end of this process, the ‘ACCEPTS’ framework was mapped 

onto the theoretical framework of acceptability (37). The ‘ACCEPTS’ Framework 

(appendix 3 and 4) is comprised of eight categories, with eighteen codes.  

     Data from the measures was collated and stored on a secure excel database. Due 

to poor completion of follow up measures, clinically significant change could not be 
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measured. Descriptive statistics were used to summarise baseline outcome 

measures, as well as feasibility data.  

Ethics 

     Ethical approval for the study was granted from Queen’s University Belfast Faculty 

Ethics Committee, as well as hospice governance approval. A distress protocol was 

adopted in the event of a participant becoming distressed during, or immediately after 

the training. Participants were informed that all responses would be kept confidential 

and stored under a secure password-protected database. Participants were also 

informed of their right to withdraw from the study at any stage. 

4.3 Results  

     In order to establish if the study was feasible, descriptive analysis of recruitment 

rates, completion of outcome measures, adherence and interview attendance was 

conducted (Appendix 1, Tables 2 & 3). In relation to recruitment, nine participants 

consented to take part in the study out of the nine that were approached. In terms of 

adherence to this component of the training, the mean time participants spent on 

CANVAS was 85 minutes (SD= 3.45). Percentage of participants who accessed 

specific modules on CANVAS is displayed in Table 3. With regards to attendance of 

Microsoft Teams group sessions, all nine attended session one, one participant 

attended session two, and seven attended session three. Of those recruited to the 

study, all nine participants completed baseline outcome measures, however only two 

completed follow up measures. Eight participants consented to take part in an 

interview to discuss their experience and engagement with the training.      

Outcome Measures   
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     Demographic information was not collected to protect the identity of participants. 

Baseline data (see Appendix 2) is presented below to describe the participant group.  

Work Stress  

The means and standard deviations for the following sub scales are as follows: 

influence at work (M= 2.21, SD= 0.8) and individual demands and commitment (M= 

2.82, SD= 0.6). 

  Team Climate  

      Participant scores for team climate (measured by the MIIC) indicated that the 

mean team climate score was 3.76 (SD= 0.28).  

Psychological Flexibility  

Psychological Flexibility was measured using the comPACT. The mean score for 

psychological flexibility was 91.33 (SD= 18.15).  

Self-Compassion 

     With regards to self-compassion scores (measured by the self-compassion scale), 

the mean score was 3.04 (SD= 0.61).  

Acceptability  

     Qualitative data from interviews explored acceptability of the training to participants 

in relation to completion of self-directed modules and the Microsoft Teams group 

sessions. Thereafter, barriers and facilitators to adherence to the training were also 

identified and mapped to components of the Theoretical Framework of Acceptability 

(TFA).  
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Barriers to Adherence  

     The following section summarises findings which relate to barriers to adherence to 

the training (appendix 2). Barriers are comprised of the following categories; 

resistance to engage, absence of psychological safety, suggested 

improvements, work priorities vs self-care and organisational factors.  

Resistance to Engage 

     This category illustrates participant resistance to engage with the training fully from 

the outset. It is comprised of two codes; lack of choice and scepticism. 

Lack of Choice 

     One factor that appeared to underly staff resistance to engage was a perceived 

lack of choice in taking part. The majority reported that although they were willing to 

take part, their decision was heavily influenced by a top-down approach from 

management; “I suppose we didn’t really get a choice…we were told this is what we’re 

doing…I was happy enough to give it a go but yeah didn’t really have a choice” (R6). 

Scepticism 

     Most participants reported some resistance to engaging in the training from the 

outset. Many described experiencing scepticism prior to taking part and an undertone 

of frustration was apparent. Participants reflected on how this acted as a barrier to 

engagement with the training from the start. This attitude was reflected by one 

participant who noted “I suppose I was resistant to it because I felt like I was being put 

under pressure to manage my workload, and do this on top” (R3).  
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     This category refers to the ‘affective attitude’ component of the TFA, which reflects 

how participants felt about participating in the training beforehand. 

Absence of Psychological Safety 

     This category reflects how there appeared to be a lack of psychological safety 

within the group setting and within the wider organisation, which impacted on 

adherence. It is comprised of the following codes; fear of opening up, power dynamic 

and organisational climate.  

Fear of Opening Up 

     All participants reported anxiety which prevented them from sharing their true 

emotions and difficult experiences in the online group setting because ‘it didn’t feel 

safe’ (R1, R2). This acted as a clear barrier to engagement, thus impacting negatively 

on effectiveness. Participants consistently described how they didn’t feel comfortable 

with displaying their own vulnerability in front of colleagues, as this felt foreign to them, 

and some referred to pre-existing difficulties within the team contributing to the 

absence of psychological safety; “it did put me off sharing things. I think people did 

feel uncomfortable and there was lots of pregnant pauses and I felt it was a lot in the 

sessions when we were together as a group. It was very strained” (R6).  Some 

participants noted that facilitating the sessions in a face-to-face format may help 

establish safety, with the online format contributing to increased anxiety; "I think face 

to face would have worked better. There’s something about the environment being 

more natural. I think you might have felt more comfortable if there were people sitting 

beside you know” (R6). 
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Power Dynamic 

     Many participants described how they felt that there was a power dynamic within 

the group setting, which also contributed to anxiety about sharing emotions. This 

clearly acted as a barrier to both engagement and effectiveness; “I don't think people 

felt free to be as truly vulnerable as those sorts of things can make you because they 

were in front of their bosses” (R7).  Respondent eight wondered if this was due to 

“previous reactions of managers as a result of things you’ve said….and something 

triggering you so not wanting to get upset in front of people”. This likely contributed to 

the collective fear of opening up” (R6).  

Organisational Climate 

     While it was clear staff valued and enjoyed their work, as well as being extremely 

committed to the hospice, the perceived organisational climate appeared to be a 

barrier to adherence to group sessions. Participants described how in general, staff 

don’t open up about difficult personal emotions in work. A variety of reasons were 

noted such as staff wanting to cope with difficult emotions privately, beliefs about 

showing vulnerability in front colleagues and fears about judgement; “I think then 

people have quite an independent, private way of processing that stuff…people have 

their own individual ways of coping’ (R7) and “I was so fearful that people would judge 

me for not being able to cope, you know, and they would think, oh, gosh, she's an 

emotional wreck” (R3).       

    This category maps onto the ‘perceived effectiveness’ component of the TFA, which 

represents the extent to which the training achieved its purpose. Specifically, this 

category represented barriers to perceived effectiveness. Organisational Climate also 
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relates to the self-efficacy component, which refers to participant confidence that they 

can perform the behaviours necessary to adhere to the training.  

Suggested Improvements 

     This category represents a summary of improvements participants suggested. It is 

made up of the following codes; preference for training format and frustration at self-

directed content. 

Preference for Training Format 

     It was collectively felt that the current training format negatively impacted 

adherence. Most did not appreciate the self-directed learning component, reporting 

there was insufficient time to complete modules in the work day. There was also a 

strong preference for in person sessions, rather than online, due to the validation and 

sense of connection this provides; “face to face nearly works better for me because I 

get so much from being with people and the connection that provides” (R1). In addition, 

participants expressed their preference for a format where content was taught to them; 

“for busy people you need to you know nearly have it given to you, not have to make 

time to learn about it yourself…it needs to be taught to you” (R4). Therefore, there was 

a sense that a training such as ACCEPTS needed to require less effort for participants 

to engage, due to time permitted to engage in self-care. 

Frustration at Self-Directed Content 

     Moreover, there was recognition that some of the content in the self-directed 

modules wasn’t pitched at the correct level. For example, some participants reported 

that they had quite a lot of knowledge about certain topics already (e.g. mindfulness). 
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Some reported that the content in group sessions could have pushed them more. 

Specifically, participants reported that they had hoped to engage in more reflection as 

a group, however resistance to opening up prevented this; “I think doing some of those 

reflective exercises together in those sessions probably would have deepened 

(understanding of colleagues) that” (R3). Participants found mindfulness video audio 

in an American accent “irritating and off-putting” (R5). 

     This category also refers to the ‘perceived effectiveness’ component of the TFA. 

Work Priorities vs Self-Care 

     This category reflects the conflict participants experienced between balancing 

increased work demands due to COVID and prioritising their own self-care. It is 

comprised of the codes; impact of COVID on pressure at work and overloaded/ 

saturation.       

Impact of COVID on Pressure at Work  

     Participants reported that the impact of COVID greatly contributed as a barrier to 

adherence. Staff reported being much busier at work than normal, feeling increased 

pressure, exhaustion and the lacked the necessary headspace to fully participate; “I 

thought this is like pulling teeth because nobody had the energy to talk anymore. 

Everyone is exhausted and I felt we had done a lot of this already…I definitely think 

it’s impacted how I’ve engaged with it yeah. We are all just exhausted” (R6). It was 

clear that the training and their own self-care was not perceived by participants as a 

priority; “I really struggled to make the time….your workload was just building and 
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building….I guess the decisions we’re making impact the whole organisation and 

affect the care that we're providing so that had take priority” (R8). 

  It also appeared that COVID impacted team relationships as staff were so 

disconnected due to restrictions which kept them physically distanced. This may have 

contributed to challenging dynamics within the group setting. A quote from respondent 

seven encapsulates its impact “there is a tiredness among staff that I have never 

known”. 

Overloaded/ Saturation 

     There was widespread recognition that the timing of the training meant that staff 

felt overloaded, frustrated and saturated with courses aimed at improving wellbeing 

and reducing stress, which limited their engagement; “I think if we hadn’t just finished 

loads of other courses together, it would be really beneficial to us. I think as we started 

on accepts people started to switch off and think we’ve already done this type of thing” 

(R8). Participants reported a sense of frustration as this added to already increased 

workload pressures due to COVID, and it was clear than prioritising time for their own 

self-care was not a priority over providing care to families; “I thought for God’s sake 

another course, I just don’t have the time to be doing this when we have already done 

it” (R6) and “it wasn’t a priority of mine, dealing with children and families is always the 

priority” (R2).  

     This category relates to the ‘Burden’ and ‘Opportunity Costs’ components of the 

TFA. Burden encapsulates the perceived amount of effort required to participate, and 

opportunity costs refers to what must be given up (i.e. values) to engage in the training. 
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Organisational Factors 

     This category reflects wider systemic factors within the organisation, which may 

have acted as barriers to adherence.  It is comprised of the following codes; perceived 

management support and system Issues/ elephant in the room.  

Perceived Management Support 

     It was evident that some participants felt management support was contradictory 

at times. In particular, it was noted that management encouraged staff to prioritise their 

self-care by completing the course, but this conflicted with continued high expectations 

in relation to workload; “there is a high expectation that you’ll go to this course and this 

course, but you’re still having to do your job at the end of the day and produce the 

stats to prove that” (R2). However, there was acknowledgement by participants that 

management did had good intentions in wanting staff to complete the course and 

genuinely cared about staff wellbeing; “they really do put a lot of thought into looking 

after us” (R2).  

System Issues/ Elephant in the Room 

     This code reflected how some participants mentioned perceived bigger 

organisational issues around team communication, than training staff in developing 

personal resilience and communication could address. One participant alluded to 

“bigger issues here, it was too big an expectation that accepts would sort that” (R1). 

Another described how conflict can arise; “I think you have a lot of compassion for 

your patients, but then I’m not sure whether you have any left for yourself or each 

other.” (R4). There was a sense of frustration from some with regards to encouraging 
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staff to participate in multiple courses aimed at developing personal coping/ resilience 

rather than addressing wider systemic issues around how staff communicate; “you’re 

analysing yourself and you think yes there are things I could do better but I wouldn’t 

have to work so hard on my responses if you weren’t faced with this challenge all the 

time…when people make decisions without great communication” (R1).  

     Moreover, a number of participants referred to conflict within the team which was 

not addressed and this created an ‘elephant in the room’ dynamic within group 

sessions; “it was a bit of an uncomfortable time for us as a team in those sessions, no 

one was saying what was really going on…it was uncomfortable on a general level, 

never mind on that platform” (R7). There was a sense that senior management were 

trying to find a solution to address communication difficulties between staff, however 

were struggling to present a suitable solution. 

     This category relates to the ‘Ethicality’ component of the TFA, which describes the 

extent to which the training is a good fit with the individual’s value system. 

Facilitators to Adherence 

     This section summarises findings from interviews which relate to factors which 

participants feel would facilitate adherence (Appendix 3). It is comprised of the 

following categories: motivators, preference for wellbeing initiatives and content 

that helps. 

Motivators 

     This category describes factors which motivated participants to take part. It is made 

up of the following codes; commitment/ loyalty and communication issues.  
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Commitment/ Loyalty 

     There was a strong sense of commitment/ loyalty to the hospice amongst all 

participants. Many noted that this was a reason why they were willing to try the training. 

All participants expressed their sense of gratitude to the organisation for their efforts 

to ensure their wellbeing; “they really do put a lot of thought into looking after us” (R2) 

and “we do a lot in terms of support and stuff and I will say that we are fantastic at 

doing that I think you know” (R3).  

Communication Issues 

     An additional motivator was recognition of communication issues within the team, 

and staff were keen to see if the training would improve these difficulties. Some 

participants gave examples of how difficulties with communication led to conflict 

between staff members. Examples including “sending sharp emails to each other” (R8) 

and “we p**s each other off because of the way we go about things” (R3). It was also 

recognised how individual staff members’ experience of stress can manifests within 

team relationships and lead to conflict; “stress plays out in unhelpful ways in team 

behaviours…defensive, unhelpful behaviours come out…and then we find ourselves 

at odds as a team and not working well” (R7).  

     This category refers to the ‘affective attitude’ component in the TFA. 

Preference for Wellbeing Initiatives 

     This category reflects participant preference for what the organisation should be 

doing to improve staff wellbeing. It is made up of the following codes; choice, 

alternative approaches as well as co-production. 
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Choice 

     All participants reported that they valued choice in relation to staff wellbeing 

initiatives, and that there should be more of this offered within the organisation. There 

was recognition that lack of choice results in poor engagement with trainings such as 

ACCEPTS. Most participants reflected on individual differences in terms of need for 

psychological support and preferences; “people in work are stressed for different 

reasons and feel comfortable seeking support in different ways, so I think it’s important 

to offer a menu of options so they can decide what would help them personally” (R6).  

Alternative Approaches 

     Participants indicated that connection and appreciation offered by wellbeing 

initiatives is important in determining both engagement and effectiveness. The value 

of offering psychological interventions was recognised by most participants. However, 

they also reported that informal initiatives (e.g. sticky buns, team building) that promote 

connection and show staff they are appreciated are most well received by employees. 

Staff reported what they valued most about ACCEPTS was an opportunity to connect 

with colleagues due to disconnection as a result of the pandemic; “it was great to be 

able to just bring us together at a difficult time” (R8).  

Co-production 

     Participants reported a preference for coproduction for self-care activities. One 

participant suggested “working together to develop something that could work for our 

staff would be ideal” (R1). In relation to wellbeing initiatives, another described the 

importance of "speaking to the group about an intervention and asking if they think it 
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would work, about what they feel they need and then going away and planning 

together and checking back in" (R2).  

     This category relates to the ‘perceived effectiveness’ and ‘ethicality’ aspects of the 

TFA. 

Content That Helps 

     This category encapsulates aspects of the training participants found helpful. It is 

made up of the following codes; need for reflective practice and openness to 

mindfulness. 

Need for Reflective Practice 

     A need for reflective practice was also identified. Participants reported finding 

reflection difficult, but valued the importance of it; "I found the reflective exercises 

helpful for myself 'cause you know it kinda forced me to slow down and think about, 

you know my practice which is always great…I think doing some of those reflective 

exercises together in those sessions probably would have deepened that 

understanding of my colleagues” (R3). Participants described the usefulness of 

personal reflection exercises in the self-directed modules but identified that group 

reflection which was difficult because of the anxiety experienced in group sessions, 

which prevented participants from opening up. Some described how notoriously, staff 

in hospice found debriefing difficult; “I think the ability to be more reflective is exactly 

what we need, but I don't think everyone would feel comfortable doing it” (R8).  
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Openness to mindfulness 

     Some participants reported perceived benefits of mindfulness exercises. For 

example, one participant described how practicing mindfulness was helpful for 

“slowing things down and thinking about how things are emotionally impacting you” 

(R1). Some described how they have integrated mindfulness practice into their 

working day; “sometimes I now just would go out a wee walk and I wouldn't really done 

that before…to just take the time and notice how I'm feeling before going back into 

having conversations” (R2). However, it is not clear whether this was a result of the 

training, as participants described prior knowledge about mindfulness. In addition, the 

amount of time spent on CANVAS by participants suggests that perceived benefits 

were not enough for participants to adhere to the training.  

     This category relates to ‘perceived effectiveness’ and ‘self-efficacy’ components of 

the TFA. 
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4.4 Discussion 

     This study provides insight into children’s hospice staff experiences of attending an 

online stress management training during the COVID-19 pandemic. Specifically, 

following the training, acceptability was explored, as well as key barriers and 

facilitators to adhering to the training were identified. Acceptability is recognised as a 

key component in the development of healthcare interventions (39). The results 

presented here show that despite strong recruitment, there was low engagement with 

and adherence to the training, particularly with the self-directed component. There was 

also low completion of follow up outcome measures. Findings will contribute to not 

only paediatric palliative care staff wellbeing literature, but also healthcare staff 

wellbeing literature more broadly. This study is the only known published study to 

provide a detailed insight into acceptability of a wellbeing initiative in this area, 

therefore findings will help inform the development of future staff wellbeing initiatives.  

     One similar study, upon which this one was based, while undertaken in a different 

country and healthcare system, reported that participants were highly amenable to 

mindfulness practice, a finding which was not replicated here (20). Also, there were 

key differences between the trainings as the present study was online and evaluated 

during the pandemic, which may account for some of the different findings.  

Co-production 

     A key conclusion of this study was the importance of co-production in developing 

interventions, supporting previous research (40). Co-production has been defined as 

‘a way of stakeholders working together to improve health and creating user led person 

centred healthcare services’(41). While it is widely recognised about the importance 
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of co-production for shaping services, little attention has been paid to its role in the 

development of staff support interventions. Participants reported within the category 

‘Impact of COVID on pressure at work’, a barrier to engagement, that during this time, 

increased workload and pressure meant that they struggled to prioritise the training 

for their own self-care. This finding is consistent with a document produced by the 

British Psychological Society (2020) on supporting the wellbeing of healthcare workers 

during the pandemic. The document reported that staff were likely to neglect their own 

wellbeing and needs in times of crisis, deeming themselves not to be a priority. It is 

also in line with a study conducted by Brook and colleagues (42). The study found that 

a barrier to engaging in a wellbeing intervention for nursing students was periods 

where they were faced with increased stress and pressure due to heavier workloads 

and understaffed placements. It is well recognised the impact of COVID-19 on the 

psychological wellbeing on healthcare staff, however less attention has been paid to 

children’s hospice staff (43, 44). One study conducted a national survey during the 

pandemic of 583 children’s hospice staff across 32 sites in the UK. Results indicated 

that twelve percent reported moderate to severe burnout (45).  

     Findings suggest that if hospice staff had been involved in developing the training, 

it may have facilitated engagement. The self-directed content presented a significant 

challenge for participants leading them to  express a preference for a different training 

format. Within the category ‘Work Priorities vs Self-Care’, participants described 

feeling overloaded with wellbeing initiatives and what they valued was informal 

initiatives which showed them they were appreciated and promoted connection. A 

study by Hawkins and colleagues provides a framework  for co-producing public health 

interventions (40). The authors reported that involving key stakeholders in the 
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development of interventions provides a mechanism for tailoring it to the context and 

target population, to maximise acceptability, as well as reducing the likelihood of 

problems with implementation (40). They also recognised barriers such as how time 

consuming the process could be and how this might be difficult for healthcare staff due 

to busy workloads. Brook et al’s study explored acceptability of a co-produced ACT-

informed intervention for nursing students and found that generally, it was deemed 

acceptable, with average scores of 5 out of 7 on a questionnaire based on the TFA 

(37). This illustrates the importance of organisations listening to staff needs and 

developing initiatives based on that, while perhaps following a co-production 

framework such as Hawkins and colleagues (40).  

Choice 

     Results of this study highlight the importance of providing staff with choice of 

wellbeing initiatives, rather than top-down approaches with limited choice. Specifically, 

perceived lack of choice in taking part in the training was a primary challenge for staff 

engagement, despite a strong sense of commitment and loyalty to their jobs. For 

example, the online format was described as a barrier to engagement, with most 

participants preferring face to face, due to the sense of psychological safety and sense 

of connection this can provide.  

Psychological Safety  

     Another key finding was in relation to the importance of psychological safety as a 

basis for any kind of group based psychological intervention, as well as promoting 

psychological safety within organisations. Psychological safety is “a sense of being 

able to show and employ oneself without fear of negative consequences” (46) and  “a 



90 

 

shared belief that the team is safe for interpersonal risk taking” (e.g. open 

communication, being able to safety voice concerns) (47). High psychological safety 

has been found to promote good communication within teams, as well as job 

satisfaction and wellbeing (47). This study demonstrates how a perceived absence of 

psychological safety in the group setting acted as a barrier to engagement, as 

participants experienced fear about opening up in front of colleagues, held negative 

beliefs about showing vulnerability and worried about potential judgement by others. 

Participants also described perceptions of psychological safety within organisational 

culture. These findings are consistent with Gallagher’s study exploring experiences of 

Schwartz Rounds (48), with participants reporting beliefs about disclosing difficult 

emotions as risky, and worries about managers perceiving them as unable to do their 

job. Notably, participants expressed a need to feel contained and supported by 

managers in order to express vulnerability. Compassionate leadership has been 

deemed important for establishing psychological safety, particularly within palliative 

care (49). 

     Schwartz Rounds are a forum for healthcare staff to safely discuss the emotional 

and social challenges of care (4). Within the present study, a need for more reflective 

practice was identified by participants- reflective practice is an integral component of 

Schwartz Rounds. In some studies, participants have reported that Schwartz Rounds 

have led to improvements in teamwork and organisational culture (50). Despite 

growing popularity within hospital settings, one systematic review concluded that the 

overall evidence base for Schwartz Rounds remains weak (18). The importance of 

trust and a perceived safe place to be able to share are deemed crucial (4, 51).  
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Individual Resilience vs System Change  

     Of particular note, was the idea that in order to enhance wellbeing, organisations 

must work towards system change, rather than emphasising the need for resilience 

among individual staff members. This was reflected within the code ‘system issues/ 

elephant in the room’, which was a barrier to engagement. This finding is consistent 

with Anderson and colleagues’ study on emergency department staff wellbeing (52). 

Participants reported that there was not a need for individual interventions to improve 

wellbeing, but organisational, system wide interventions and improved team climate 

(52). The authors of this study quoted the title of a piece of work by Douros to illustrate 

this; “burnout is the canary in the coalmine, the solution is not stronger canaries” (53). 

     A further study explored with midwives what could be done on an organisational 

level to combat burnout (54). Recommendations included the need for organisations 

to provide staff with protected time to reflect with colleagues after stressful events and 

this was something that was mentioned by participants in this study. Excessive 

workloads were identified as a barrier to such supports. Within the present study, 

participants reported increased pressure and heavier workloads due to the pandemic, 

which acted as a barrier to engagement. It is clear that organisations need to provide 

staff with protected time for self-care and wellbeing activities, or to engage in supports 

such as reflective practice. Other examples of system wide approaches include ‘rest 

breaks’ for staff, ensuring family friendly practices, flexibility towards leave and 

ensuring staff have enough time for non-clinical activities (55).  
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Future Research and Study Limitations  

     In terms of future research, this study highlights the importance of exploring the 

needs and preferences for wellbeing initiatives of staff on the ground. Children’s 

hospice staff would benefit from a study similar to Doherty and O’Brien’s study who 

explored with midwives the contributors of burnout and how to reduce it  (54). Further 

studies should explore the impact of COVID-19 on children’s hospice staff, focus on 

developing interventions via co-production, and supporting organisations to develop 

cultures of psychological safety. 

     Study findings should be interpreted with caution due to the lack of generalisability 

of findings. 

Conclusions 

     This study has important implications for the planning and development of 

wellbeing initiatives for children’s hospice staff and leadership, as well as for 

healthcare staff more broadly. Recommendations highlight the importance of co-

production in the development of staff wellbeing initiatives, as well as offering choice 

rather than top-down approaches. Despite the best intentions of hospice leadership 

within organisations such as this one, this study indicated that staff did not want a staff 

wellbeing initiative in this format, particularly in the middle of a global pandemic, due 

to increased workload, pressure and not having the time at work to engage 

meaningfully in the training. This study recommends that consultation with staff on the 

ground about their needs and preferences is vital when planning staff wellbeing 

initiatives in the future. In addition, this study recommends that organisations should 

also aim to promote a culture of psychological safety as part of providing staff 
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wellbeing initiatives. Finally, although psychological interventions should be offered to 

staff, children’s hospices should primarily work towards system change to improve 

staff wellbeing.  
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5. Technical Appendix for Large-Scale Research Project 
 
Appendix 1: Feasability Data 

 

Table 2: Feasibility Indicators (Recruitment & Completion of Outcomes) 

Feasibility Indicator Participation (out of a 

possible 9) 

Participation 

Percentage (%) 

Recruitment 9 100% 

Completion of Outcome Measures 

Pre Outcomes 9 100% 

Post Outcomes 2 22% 

Missing Data (of those 

completed) 

0 0% 

 

Table 3: Feasibility Indicator (Adherence to Training) 

Feasibility Indicator Participation (out of a 

possible 9) 

Participation Percentage 

(%) 
Attendance Rates 

Teams Session 1 9 100% 

Teams Session 2 1 11% 

Teams Session 3 7 78% 
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Access to Modules on 

CANVAS 

Participation (out of a 

possible 9) 

Participation Percentage 

(%) 

1) Mindfulness 8 89% 

2) Self-Compassion & 

Mindfulness for 

Difficult Emotions 

6 67% 

3) Values Clarification 5 56% 

4) Working with 

Patient Values 

4 44% 

5) Acknowledging 

Value Conflict 

2 22% 

6) Silence and 

Listening 

0 0% 

7) Working with 

Worry 

1 11% 

8 & 9) Family Meetings 

(Breaking Bad news – Pt 1 

& 2) 

0 0% 

10) Self-Care 0 0% 
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Appendix 2: Barriers to Adherence Tables 
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Appendix 3: Facilitators to Adherence Tables 
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6. Journal Guidelines 
 

BMC Palliative Care Guidance 

• Use double line spacing 

• Include line and page numbering 

• Use SI units: Please ensure that all special characters used are embedded in 

the text, otherwise they will be lost during conversion to PDF 

• Do not use page breaks in your manuscript 

Preparing your manuscript 

The information below details the section headings that you should include in your 

manuscript and what information should be within each section. 

Title page 

The title page should: 

• present a title that includes, if appropriate, the study design e.g.:  

o "A versus B in the treatment of C: a randomized controlled trial", "X is a 

risk factor for Y: a case control study", "What is the impact of factor X on 

subject Y: A systematic review" 

o or for non-clinical or non-research studies a description of what the 

article reports 

• list the full names and institutional addresses for all authors  
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o if a collaboration group should be listed as an author, please list the 

Group name as an author. If you would like the names of the individual 

members of the Group to be searchable through their individual PubMed 

records, please include this information in the “Acknowledgements” 

section in accordance with the instructions below 

• indicate the corresponding author 

Abstract 

The Abstract should not exceed 350 words. Please minimize the use of abbreviations 

and do not cite references in the abstract. Reports of randomized controlled trials 

should follow the CONSORT extension for abstracts. The abstract must include the 

following separate sections: 

• Background: the context and purpose of the study 

• Methods: how the study was performed and statistical tests used 

• Results: the main findings 

• Conclusions: brief summary and potential implications 

• Trial registration: If your article reports the results of a health care intervention 

on human participants, it must be registered in an appropriate registry and the 

registration number and date of registration should be in stated in this section. 

If it was not registered prospectively (before enrollment of the first participant), 

you should include the words 'retrospectively registered'. See our editorial 

policies for more information on trial registration 

http://www.consort-statement.org/
https://www.biomedcentral.com/getpublished/editorial-policies
https://www.biomedcentral.com/getpublished/editorial-policies
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Keywords 

Three to ten keywords representing the main content of the article. 

Background 

The Background section should explain the background to the study, its aims, a 

summary of the existing literature and why this study was necessary or its contribution 

to the field. 

Methods 

The methods section should include: 

• the aim, design and setting of the study 

• the characteristics of participants or description of materials 

• a clear description of all processes, interventions and comparisons. Generic 

drug names should generally be used. When proprietary brands are used in 

research, include the brand names in parentheses 

• the type of statistical analysis used, including a power calculation if appropriate 

Results 

This should include the findings of the study including, if appropriate, results of 

statistical analysis which must be included either in the text or as tables and figures. 
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Discussion 

This section should discuss the implications of the findings in context of existing 

research and highlight limitations of the study. 

Conclusions 

This should state clearly the main conclusions and provide an explanation of the 

importance and relevance of the study reported. 

List of abbreviations 

If abbreviations are used in the text they should be defined in the text at first use, and 

a list of abbreviations should be provided. 

Declarations 

All manuscripts must contain the following sections under the heading 'Declarations': 

• Ethics approval and consent to participate 

• Consent for publication 

• Availability of data and materials 

• Competing interests 

• Funding 

• Authors' contributions 

• Acknowledgements 
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• Authors' information (optional) 

Please see below for details on the information to be included in these sections. 

If any of the sections are not relevant to your manuscript, please include the heading 

and write 'Not applicable' for that section.  

Ethics approval and consent to participate 

Manuscripts reporting studies involving human participants, human data or human 

tissue must: 

• include a statement on ethics approval and consent (even where the need for 

approval was waived) 

• include the name of the ethics committee that approved the study and the 

committee’s reference number if appropriate 

Studies involving animals must include a statement on ethics approval and for 

experimental studies involving client-owned animals, authors must also include a 

statement on informed consent from the client or owner. 

See our editorial policies for more information. 

If your manuscript does not report on or involve the use of any animal or human data 

or tissue, please state “Not applicable” in this section. 

 

 

http://www.biomedcentral.com/submissions/editorial-policies#ethics+and+consent
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7. Ethics Approval  
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8. Reflective Appendix  

     Conducting my two pieces of research for this portfolio has been both rewarding 

and challenging, particularly due to the COVID-19 pandemic. Over the past three 

years, I have become more confident in my ability as a scientist practitioner, and have 

strengthened many transferable skills which will support me in my role as a clinical 

psychologist.  

     I most enjoyed interviewing my participants for my large scale project, as it 

reminded me about the reasons why I chose a project which aimed to improve staff 

wellbeing at a difficult time. I did find my project challenging at times, due to having to 

make changes to the format of the training due to the pandemic, as well as learning to 

tolerate my own anxiety with regards to participant poor engagement and attrition. 

However, despite this, I was able to overcome these challenges and produce a 

meaningful piece of research with real clinical implications, which was important to me 

as a clinician. In addition, I was able to develop strong leadership, project 

management, communication, organisational, time-management and critical appraisal 

skills. Most of all, I learnt that flexibility is absolutely crucial when conducting research 

with health care staff. These staff are faced with a heavy workload and time 

constraints, which were only exacerbated by the pandemic. I am incredibly grateful to 

the wonderful staff who gave up their time to take part in my research.  

      Initially I felt anxious about the prospect of completing a systematic review, as this 

was something I had never done before. However, I really enjoyed the analysis stage 

and write up, as this topic area is close to my heart. Additionally, I developed important 



116 

 

skills such as systematically searching databases and critically evaluating the quality 

of studies.  

     I believe that an ability to conduct high quality research is an incredibly important 

role of a clinical psychologist, and I hope that my skills from my research experience 

will help me as I start my career.  
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