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Study title: Informing staff support interventions and practices in children’s 

hospices: a mixed methods study 

Study team: 

Dr Jo Taylor, Department of Health Sciences, University of York (Project Lead)  
Professor Bryony Beresford, Social Policy Research Unit, University of York 
Dr Jan Aldridge, Martin House Children’s Hospice 
Dr Lorna Fraser, Department of Health Sciences, University of York 
Dr Andrew Papworth, Department of Health Sciences, University of York 

 

Study duration: 

18 months (01/01/2019 – 30/06/2020) 

1 Study aims and objectives 

This study will increase understanding about the work-related stressors and rewards experienced by 

children’s hospice staff, with an aim to identify staff support systems and organisational practices that 

offer the most potential to prevent staff burnout and enhance wellbeing at work, which is associated with 

the quality, safety and costs of patient care.1,2
 

The study has the following objectives: 

 

1. adapt existing measures of paediatric oncology work-related stressors and rewards for use with 

children’s hospice care teams; 

2. test the psychometric properties of the adapted measures; 

3. describe the work-related stressors and rewards experienced by UK children’s hospice care team 

staff; 

4. describe the well-being of UK children’s hospice care team staff; 

5. map the different ways UK children’s hospices support their staff; 

6. identify organisational, service delivery, role and employment factors which moderate or mediate 

the impact of work-related stressors and rewards on staff wellbeing; 

7. identify the implications for staff support systems and organisational practices in children’s hospices; 

8. effectively disseminate the findings and learning from the study. 

 

2 Background and rationale 

Concern about the wellbeing of the health and care workforce is widespread.3,4 It stems from increasingly 

robust evidence of relatively high levels of burnout and mental health difficulties among staff, high rates 

of sickness absence and staff turnover, and an observed association between staff wellbeing and the 

quality, cost and safety of patient care.1,2,5 Evidence on how to prevent these negative outcomes is weak,6 

and what does exist is limited to particular settings or sections of the workforce.7 Although it is recognised 

that a core set of work-related stressors are found in most workplaces, it is also evident that specific jobs 

have their own unique challenges and, conversely, rewards.8 To inform selection of appropriate 

interventions for new occupational groups and settings, it is therefore essential to first identify what the 

distinct factors are that affect staff wellbeing for these. 

In the UK, the children’s hospice sector has become increasingly concerned about levels of work- related 
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stress and the need to review and develop staff support systems and practices to enhance staff wellbeing 

and reduce the risk of occupational burnout.9-11 Children’s hospices are a key provider of paediatric 

palliative care, supporting children and young people with life-limiting and life-threatening conditions 

from diagnosis through end of life and their families in bereavement.12,13 The important role of the staff 

working in this specialty has been acknowledged in numerous reviews and guidelines internationally,14-17 

and educational standards and staff competencies are now being developed.18 However, relatively little 

consideration has been paid to the specific challenges of the work, and studies highlight the limited 

organisational and emotional support available for staff.9,19
 

There are some suggestions in the literature that children’s hospice staff may experience lower levels of 

stress and burnout when compared to those working in similar settings.19 However, there is no robust 

evidence about levels of burnout in children’s hospice staff and little understanding of what the key work-

related stressors are or what works to modify these for staff working in this important setting.19-21 Our 

own (JT and JA) case study in one children’s hospice identified a range of potential stressors relating to 

the direct work of caring for children and their families, team functioning, organizational factors, and 

individual circumstances.10,20 This study also found that many staff were worried about their wellbeing but 

did not always feel confident to discuss this at work. All participants in the study valued the informal 

support from colleagues and the provision offered by the organisation; however, opportunities for this 

were limited and many staff identified unmet needs for support. 

The results of our earlier study have been shared widely with other children’s hospices in the UK,22,23 and 

they too expressed concerns about staff wellbeing and the limited evidence base from which to develop 

effective staff support systems and improve organisational practices. Workforce issues have previously 

been identified as a research priority, and again emerged as a key area for research in the research 

prioritisation exercise conducted by the Martin House Research Centre.24 This study aims to address this 

gap in evidence by examining the wellbeing of children’s hospice staff and understanding the work-related 

stressors and rewards they experience in order to identify organisational, role and employment factors, 

which may moderate or mediate the impact of work-related stressors and rewards on staff wellbeing. The 

study is underpinned by an organisational model of occupational stress that recognizes the interplay 

between role, employment and organisational factors in contributing to work-related stress and staff 

wellbeing.25-27 Knowledge generated from this study will provide an important evidence base from which 

to identify staff support systems and organisational practices that offer the greatest potential to improve 

staff wellbeing in children’s hospices and its associated outcomes. 

 

3 Methods 

To conduct this study we will adapt scales developed by the University of York (co-applicant BB) for 

measuring work-related stressors (WSS-PO) and rewards (WRS-PO) (see Appendix A and B respectively) 

and validated in paediatric oncology multi-disciplinary teams.8,28 These are self-report measures of the 

frequency and intensity of stressors/rewards experienced by an individual during the previous 6 months. 

The scales include items that are recognised as potential stressors and rewards across many occupational 

settings as well as items that are specific to working with children and young people who are seriously ill. 

Although paediatric oncology has a pathway that is focused primarily on remission and cure29 there are 

many similarities with paediatric palliative care and the stressors and rewards experienced by staff.20,28 In 

the children’s hospice case study we assessed the feasibility of adapting the scales for care team staff; the 

scales were reported as acceptable and relevant, and feedback from staff using focus groups and written 
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comments showed that minimal revisions to the validated scales are required.10 

For this study we will use a mixed methods exploratory design30 comprising two phases: 

 

Phase one – A literature review to identify role and organizational characteristics that influence staff 

wellbeing and a qualitative study with children’s hospice care team staff to develop and refine work- 

related stressors and rewards scales for children’s hospice settings 

Phase two – Cross-sectional survey of children’s hospices and care team staff in the UK to examine work-

related stressors and rewards, identify role and organisational factors that mediate or moderate the 

impact of these on staff wellbeing, and explore provision of staff support. 

 

3.1 Study population 

The WSS-PO and WRS-PO were developed for the paediatric oncology multi-disciplinary team. Although 

children’s hospice settings are likely to have some characteristics that are different to paediatric oncology 

settings, the intensity and nature of the work, and team-based approach to caring for children and their 

families is similar.19 We will therefore include all employed members of the care team regardless of their 

professional or occupational background (e.g. clinicians, nurses, allied health professionals, nursery 

nurses and those without a specific occupation or profession) as long as their main role is to provide direct 

care to children and their families. 

 

3.2 Phase one 

In phase one we will: 

 

i. conduct a literature review to identify role and organisational characteristics that may influence 

exposure to and/or the impact of exposure to work-related stressors and rewards; 

ii. adapt the WSS-PO and WRS-PO for use in children’s hospice settings using the approach taken in 

other research that has adapted scales for different settings and populations.10,20,31
 

3.2.1 Rapid review of literature 

The aim of the review is to identify job role (e.g. community/hospice-based, clinical/non-clinical), staffing 

(e.g. numbers, team structure) and organisational (e.g. service provision, size, management, support 

structures) characteristics which have been identified as being associated with staff well-being and/or 

reported levels of exposure to work-related stressors or rewards. Findings of the review will inform the 

purposive sampling strategy in the phase one qualitative study and selection of items to include in the 

phase two observational survey, and will also help to contextualise the main study results. 

We will use rapid review techniques to ensure we identify the most relevant studies and extract data from 

which to identify key characteristics. This will include relying on existing systematic reviews as the main 

source of evidence, narrowing the timeframe for article inclusion, limiting dual review for study selection 

and extraction, and eliminating formal quality appraisal.32-34
 

Search strategy: We will conduct searches of the academic literature in Medline, PsycINFO and CINAHL 

to identify systematic reviews that: 

1) focus on the topic of staff wellbeing, engagement, stress, burnout and support; 
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2) relate to settings that provide palliative care to children and/or adults (e.g. intensive care, oncology, 

hospices, community nursing teams, neonatal units); 

3) identify role, staffing and/or organisational characteristics that influence exposure to and/or the 

impact of exposure to work-related stressors and rewards. 

We recognise that systematic reviews on this topic may be limited. We will therefore also conduct a 

targeted search of the grey literature (through web searches) and consult with clinical and research 

experts in palliative care to identify key studies which are specific to children’s hospice settings. 

We will only include studies /reviews published from 2000 onwards, carried out in developed countries 

(using OECD membership35 to determine inclusion). 

Screening: One reviewer will screen the search results, first by title and abstract to remove studies that 

are not relevant and then by full text to identify eligible studies. Uncertainties will be discussed with a 

second reviewer, and a second reviewer will also assess all studies identified as eligible to ensure they 

meet the inclusion criteria. 

Data extraction and synthesis: The role and organisational characteristics identified in each study will be 

extracted into Excel along with the study ID, year of publication, study aim, population and setting to 

provide contextual information about their relevance to the children’s hospice setting. Using data 

displays, the study team will assess the relevance of each characteristic for the children’s hospice setting 

and remove items that the whole team agree are not relevant. The study team will work together to 

merge the remaining similar and overlapping characteristics, and to group characteristics into overarching 

categories. 

3.2.2 Adaptation of the WSS-PO and WRS-PO 

Using an iterative approach involving input from children’s hospice staff at each step we will: 

i. develop draft versions of the Work-related Stressors Scale-Children’s Hospices (WSS-CH) and 

Work-Related Rewards Scale-Children’s Hospices (WRS-CH); 

ii. assess the content validity and acceptability of items in the draft WSS-CH and WRS-CH and identify 

new items that are missing from the scales; 

iii. refine the draft WSS-CH and WRS-CH and assess the content validity of amended and new items; 

iv. conduct initial testing of the new scales using cognitive interviews. 

 

3.2.2.1 – Develop draft versions of the WSS-CH and WRS-CH (version 1) 

Drawing on feedback from the original case study which examined the acceptability and appropriateness 

of the WSS-PO and WRS-PO for children’s hospice staff,10 we will develop draft CH scales which include all 

items from the validated oncology scales but with wording appropriate to the setting (e.g. replacing 

patient with child; using care team rather than multidisciplinary team). 

3.2.2.2 – Assess content validity of WSS-CH and WRS-CH version 1 

The WSS-PO and WRS-PO contain 60 and 35 items respectively.8 In order to obtain feedback on the 

relevance of all items to the children’s hospice setting and the comprehensiveness of the item list, we will 

use survey methods and invite care team staff to provide individual feedback on the draft CH scales. 

Children’s hospices will be selected for participation in phase one according to key characteristics 
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identified in 3.2.1. We expect that six hospices will be required to ensure sufficient variation in these 

characteristics is achieved. All care team staff will be invited to take part in each setting. 

Participants will be asked to rate the relevance of each item for staff working as part of a care team in a 

children’s hospice, and asked to add important missing items. The draft CH scales will be presented using 

the same format as the WSS-PO and WRS-PO and the original scales’ response options (how often and 

how rewarding) will be changed to allow an assessment of relevance (relevant; relevant but needs re-

wording; not relevant). Space for new items will be added. Participants will have the option of completing 

this task online (in Qualtrics36) or on paper to maximise response rates. Each participant will be asked 

(after completing the task) if they wish to take part in a focus group or follow-up interview for steps 3.2.2.2 

and 3.2.2.3 below. 

Responses from 3.2.2.2 will be aggregated for all participants (% relevant; % not relevant) to investigate 

relevance across all members of the care team, and with respect to two broad subgroups based on 

whether the staff provide medical and/or nursing care: 

i. Clinical (consultants, GPs, paediatricians, registered nurses) 

ii. Non-clinical (allied health professionals, nursery nurses, psychologists, other) 

 

A content analysis of new items proposed by participants will be carried out to identify distinct stressors 

and rewards that are not represented in the draft scales.37
 

We will remove items that ALL participants in each staff group rate as not relevant; re-word relevant items 

that the majority (more than 50%) of participants believe require this; and draft new items based on the 

content analysis above. 

3.2.2.3 Assess content validity and comprehensiveness of WSS-CH and WRS-CH version 2 

We will conduct a series of focus groups38 (3-6 in total) with children’s hospice care team staff to refine 

version 2 of the WSS-CH and WRS-CH. These will focus on assessing and refining content validity of re-

worded and new items, and identifying any further missing items to ensure comprehensiveness of the 

measures. 

Two focus groups will initially be conducted in different participating hospices, each consisting of 6-8 

participants reflecting the diversity of the care team where possible. The draft measures will be provided 

to focus group participants in advance and participants will be asked to discuss the relevance and meaning 

of new and re-worded items, and to identify stressors and rewards that they agree are not represented 

in the measures. 

Focus groups will be audio recorded, transcribed intelligent verbatim by a professional transcription 

company and anonymised for analysis. Content analysis will be conducted to identify distinct stressors 

and rewards that are not already included in the draft scales, and to revise wording of new or re-worded 

items.37 The results will be used to refine the draft WSS-CH and WRS-CH. 

Additional focus groups (with participants from a different hospice) will be conducted to discuss wording 

of new and revised items and assess comprehensiveness until no further revisions and additions are 

required. 

 



SWICH study protocol v4 170119 

Page 6 of 21  

3.2.2.4 Assess content validity and comprehension of WSS-CH and WRS-CH version 3 

Cognitive interviews with up to 10 participants, and representing all staff groups, will be conducted and 

audio-recorded using the ‘think-aloud’ technique and concurrent verbal probing to confirm that the 

existing response format is appropriate and make a final assessment of content validity, comprehension 

and acceptability of the adapted measures.39 After five interviews, audio data will be transcribed and 

extracted into a participant-by-item matrix using directed content analysis.37 This will be synthesised into 

a further matrix summarising key findings across participants for each item to inform any final refinements 

of the WSS-CH and WRS-CH. 

The remaining interviews will test the refined scales, and data saturation will be monitored to determine 

final sample size (i.e., where no new feedback is obtained from subsequent participants data collection 

will stop).40 The analytical process will be repeated for the second phase of interviews (if required) to 

identify any final refinements of the WSS-CH and WRS-CH. 

3.2.3 Exploring role, staffing and organizational characteristics 

To supplement the review findings (section 3.2.1), focus group participants (section 3.2.2.3) will also 

discuss role, staffing and organisational characteristics that they think influence exposure to and impact 

of work-related stressors and rewards. Findings (from the content analysis) will be assimilated into the list 

of characteristics developed in 3.2.1. This information will be used inform decisions regarding what data 

is collected on organisational and staff characteristics in phase two. 

 

3.3 Phase Two – Cross-sectional survey of children’s hospice staff 

In phase two we will conduct a cross-sectional observational survey of children’s hospice care team staff 

in the UK to: 

1) examine work-related stressors and rewards and staff wellbeing; 

 

2) identify organisational and individual characteristics that mediate or moderate exposure to or the 

impact of these factors on staff wellbeing and associated outcomes; 

3) collect information about staff support provision in children’s hospices. 

 

3.3.1 Sample 

All children’s hospices in the UK will be invited to take part in phase two, which for this study we are 

defining as those organisations that are categorised as a children’s hospice and provide direct care and 

support to children with life-limiting and life-threatening conditions and their families. Together for Short 

Lives identifies 53 children’s hospice services in the UK.41 Recent studies show that these vary significantly 

in the services that are offered, the number and composition of staff, and the children and young people 

supported.42,43
 

All care team staff (as defined in section 3.1) in participating children’s hospices will be invited to take 

part in the staff survey. The latest mapping of children’s hospices carried out in 2011/2012 identified 1632 

whole-time equivalent direct care team staff working in the 43 hospices taking part.43 Based on NHS 

workforce statistics the total headcount is likely to be around 15% higher than this.44 Taking into account 

the increased number of children’s hospices since 2012, the study population is likely to be around 2000. 

Based on earlier work in this area and preliminary consultation with local children’s hospices, we estimate 
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that around 30 organisations are likely to participate in this research, and we hope to achieve a response 

rate of around 65-70% in the staff survey.8,10,45 This would yield a minimum sample size of approximately 

750 participants. This is more than sufficient to conduct the validation study,8,46 and will enable us to 

include multiple variables (i.e. job role, organisational and individual characteristics) in the regression 

analyses, including those that may be important but less frequently observed.47,48
 

Although a smaller sample would be sufficient and allow some exploration of the relationship between 

organisational characteristics and exposure to / impact of stressors and rewards and wellbeing, the aim 

of this study is provide the children’s hospice sector with evidence to inform the development and/or 

modification of staff support structures and organisational practices. To maximise the potential impact of 

the study for improving staff wellbeing and associated outcomes (e.g. quality, safety and cost of patient 

care), it is important that we offer all children’s hospices an opportunity to participate in this research, 

and we will aim to produce individual reports for participating hospices on their own organisation in 

addition to reporting the main study findings. This approach offers significant value for money (the cost 

of including more hospices is minimal) and enhances our pathways to impact for the study. 

3.3.2 The survey of senior representatives 

A questionnaire (the Children’s Hospice Organisation and Management (CHOM) questionnaire) will be 

developed to collect information about hospice organisational and staffing characteristics, and staff 

support strategies and practices. Content will be informed by the phase one literature review and focus 

groups, and developed in consultation with the Martin House Research Centre team and project advisory 

board (see Section 9). The questionnaire will also be piloted with two to three hospices and modified 

according to feedback received. A senior representative will be identified in each participating hospice to 

complete this questionnaire, either online or via a structured telephone interview. This person will also 

act as study lead for the hospice. 

3.3.3 The survey of care team staff 

A survey of care team staff will comprise a suite of questionnaires collecting the following data (the final 

selection of measures and content of study-specific questions will be informed by phase one findings and 

potential participant burden): 

a) demographic, role and employment information; 

 

b) work-related stressors and rewards using the WSS-CH and WRS-CH; 

 

c) participants’ access to and uptake of staff support provision; 

 

d) burnout: the Copenhagen Burnout Inventory will be used. This is a 19-item scale with items rated on 

a 5-point scale, assessing three aspects of burnout – personal, work-related and client-related.49
 

 This measure is recommended over the more commonly used Maslach Burnout Inventory,50 which 

has been subject to a number of methodological criticisms and is only commercially available, 

therefore having implications for the feasibility of hospices conducting any future evaluation of staff 

support structures that are developed;51
 

e) engagement: we will use two questions from the National NHS Staff Survey 201752 that measure job 

satisfaction (8 items rated on a 5-point scale from 1 (very dissatisfied) to 5 (very satisfied)) and job 

motivation (3 items rated on a 5-point scale from 1 (never) to 5 (always)); 
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f) intention to leave: a measure of Intention to Quit53 will be used which comprises two questions 1) 

how often do you think about leaving the job? rated on a 5-point scale from 1 (rarely or never) to 5 

(very often) and 2) how likely are you to look for a new job within the next year? rated on a 5-point 

scale from 1 (very unlikely) to 5 (very likely); 

g) management standards: the UK’s Health & Safety Executive (HSE) management standards indicator 

tool54,55 will be used to provide an indication of how staff believe that the organisation they work for 

is managing the risks associated with work-related stress. The HSE tool is a 35-item measure with 

items rated on a 5-point scale. 

The questionnaire will be piloted with 5-10 children’s hospice care team staff. Feedback on participant 

burden, format and acceptability of measures will be used to refine the questionnaire. 

Staff will be invited to take part in the survey jointly by the participating organisation and the research 

team. A participant information sheet will be provided to explain the voluntary nature of participation 

and the confidentiality and anonymity afforded to participants. 

To maximise response rates, we will incentivise staff using a prize draw with several prizes offered to 

reflect the size of the sample (e.g. tablets, high street vouchers). We will also produce a short video for 

participating hospices to promote the study, ask hospices to display posters and leaflets in shared staff 

areas and using staff pigeon holes, and recruit a staff champion who is a member of the care team in each 

participating hospice (where possible) to engage colleagues in the study. 

The survey will be available to complete online or on paper. The online survey will be designed and 

administered using Qualtrics, a secure web-based survey platform. Paper questionnaires will be returned 

direct to the research team using pre-paid envelopes. Completed paper questionnaires will be entered 

into Qualtrics in preparation for analysis. The complete survey data will be downloaded into Excel and 

cleaned in preparation for analysis. 

3.3.4 Data analysis 

For each participating hospice, eligibility, recruitment and response rates will be reported. The analysis 

will progress in several stages with different foci aligned with research objectives 2 to 6. In all analyses 

descriptive statistics will be presented for continuous (Mean, Median, SD) and categorical (category 

frequencies) variables, according to STROBE guidelines.56 Missing data will be reported as a separate 

category for descriptive analyses. Data inclusion/ exclusion will be presented with flow charts and the 

final strategy to deal with missing data will depend on their pattern and amount. 

A more detailed statistical analysis plan will be produced during the design of the phase two survey (i.e., 

when the study variables have been selected) to ensure that a priori hypotheses can be tested and 

appropriate statistical tests are used to explore associations and relationships between categorical and 

continuous variables. An overview of the plans for analysis is provided below: 

 

3.3.4.1 Study objective 2 
 

Exploratory factor analysis will be used to determine whether the dimensionality of the scales are the 

same as the WSS-PO and WRS-PO, and to identify item sets to take forward for psychometric testing. 

Rasch analysis will be used to assess the validity and reliability of the WSS-CH and WRS-CH, following the 

process used to validate the WSS-PO and WRS-PO.8,57
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3.3.4.2 Study objectives 3-5 
 

Descriptive statistics will be used to describe the work-related stressors and rewards and well-being of UK 

children’s hospice care team staff (as a whole and by subgroups, e.g. clinical, non-clinical), and to identify 

the different ways children’s hospices support their staff. 

These statistics will also be produced for each participating hospice for the purpose of targeted 

dissemination (see section 7 Dissemination). 

3.3.4.3 Study objective 6 
 

Multiple regression models will assess the relationships between individual (e.g. role, demographics) and 

organizational characteristics (e.g. size, care team structure), work-related stressors and rewards, and 

wellbeing and associated outcomes; and to identify role, staffing and organizational factors that mediate 

or moderate exposure to and the impact of work-related stressors and rewards. 

 

4 Ethical considerations 

We will obtain ethical approval for the study from the University of York’s Department of Health Sciences 

Research Governance Committee. For this study, specific consideration will be given to the process of 

informed consent, confidentiality and anonymity, dissemination of findings, and participant burnout. 

Informed consent: We will gain overall permission to conduct the study from a senior representative of 

participating children’s hospices, and in doing so, gain access to their staff. Therefore, to ensure that staff 

do not feel pressured to take part they will be invited in writing jointly by the research team and the 

organisation, and provided with comprehensive information about the study, why it is being carried out, 

and how their information will be used. 

Confidentiality and anonymity: To maintain anonymity, a generic link to the survey will be provided to all 

staff and paper questionnaires will be placed in shared staff areas with prepaid envelopes to be returned 

directly to the research team. No personal details about participants will be collected and role 

characteristics will be grouped in all reports to ensure individuals cannot be identified. 

The personal details of participants in phase one and all study data will be stored securely on the 

University of York servers and will only be accessed by the study team. Participants’ personal details will 

deleted at the end of the study period because it is not required during the reporting and dissemination 

phase. Study data will be kept for 10 years in line with University requirements. 

Dissemination of findings: All participating children’s hospices and their staff will be provided with 

summary findings of the overall study. Each participating hospice will also be provided with a summary 

report which presents some of the findings for their own organisation to inform the development/ 

modification of staff support structures and organisational practices. We will aim to ensure that the level 

and type of information shared about individual organisations is appropriate and (where possible) this is 

shared with the team in addition to senior management. We will work closely with the study lead in each 

participating hospice to negotiate this. 

Participant burnout: It is likely that a small number of care team participants may be experiencing high 

levels of burnout, which cannot be followed up in the study because of the anonymous nature of the staff 

questionnaire. To ensure that support is available, participant information sheets will be localised for each 
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hospice to include the name and contact details of an appropriate individual (e.g. psychologist, care team 

manager, human resources manager) who individuals will be able to contact in confidence. 

 

5 Public involvement 

We will collaborate with Together for Short Lives and consult regularly with the children’s hospice sector 

and its staff to ensure that the knowledge we produce can be used by children’s hospices to improve staff 

wellbeing and its associated outcomes. This will include, for example, obtaining  feedback on the phase 

two survey before administering it, consulting with hospice study leads and champions on the study 

findings, and working with participating children’s hospices to ensure that the summary reports we 

produce contain the right level and detail of information to inform future practice. 

We will also consult with the Martin House Research Centre Family Advisory Board, which has 15 parent 

members, and meets three times each year to provide input and ideas for the Centre and its research. 

Although children and their families are not direct beneficiaries or participants of the research, we will 

work with FAB members to ensure that the summary findings we produce are accessible and shared with 

relevant service user groups/ organisations in addition to participating hospices. 

 

6 Planned outputs 

 Academic paper reporting adaptation and validation of CH stressors and rewards scales; 

 Academic paper reporting results of observational study; 

 Academic paper reporting key findings and implications for staff support systems and 

organisational practices; 

 Study summary of key findings and implications for practice for children’s hospices and other 

relevant stakeholders; 

 Summary reports for participating hospices to inform their own development of staff support 

structures and organisational practices. 

 

7 Dissemination and impact 

We will disseminate outputs to likely beneficiaries (direct and indirect) of the research, including: 

 

 children’s hospice organisations and their staff both in the UK and internationally; 

 NHS and non-NHS settings that provide palliative care to children and young people and their 

families; 

 organisations responsible for standards of training of professionals who work with this 

population; 

 children, young people and their families who have prioritised supporting staff as an important 

area for research; 

 organisations that represent the sector (e.g. Together for Short Lives, Hospice UK); 

 NICE guideline development group; 

 NHS England; 

 Royal College of Paediatrics and Child Health; 

 the research community. 
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We will develop innovative strategies for different audiences using formats they are most likely to engage 

with, supported by the wider Martin House Research Centre (MHRC) team and parent advisory panel. We 

expect to use a combination of written reports (including academic and clinical articles, summary 

findings), oral presentations, professional networks, websites, and social media. We will also work in 

partnership with Together for Short Lives and Hospice UK to ensure effective dissemination of the key 

findings from the study. 

Each participating hospice will receive a confidential summary report describing the stressors and rewards 

experienced by their staff and levels of staff wellbeing.  To maximize the utility of this output to inform 

future practice, these will be presented alongside key findings from the main analysis about the role, 

staffing and organisational characteristics that are associated with work-related stress and staff wellbeing 

for children’s hospice staff.  

To maximize the potential impact of the study findings for the children’s hospice sector we will consult 

with hospice study leads and champions to help with interpretation of study findings and inform the 

format and content of study outputs intended for participating organisations. If appropriate, we will seek 

additional external funding to produce a web-based implementation and evaluation tool for children’s 

hospices and other similar organisations. We will design this in collaboration with the hospice sector and 

the organisations that represent hospices and their staff. We will also make available the measures and 

questionnaires developed for the study as well as key findings to inform the development and subsequent 

evaluation of staff support structures and organisational practices. 

 

8 Study team and management 

Dr Jo Taylor (JT) will lead the project, supported by Professor Bryony Beresford (BB), Dr Lorna Fraser (LF) 

and Dr Jan Aldridge (JA) all of the Martin House Research Centre, and Dr Jan Boehnke (JB) of Dundee 

University. Dr Andrew Papworth, a research fellow, has been appointed to work on the project under the 

supervision of JT, to assist with literature reviewing, development of the CH scales, designing and 

administering the survey, and cleaning and preparing data for analysis. 

Jo Taylor is a mixed methods researcher with experience of conducting research in the area of paediatric 

palliative care for 11 years, and led the earlier case study exploring stressors and rewards in one children’s 

hospice, working with Jan Aldridge.10,20 Bryony Beresford brings significant expertise in paediatric 

palliative care research and qualitative methods, and led the earlier work in paediatric oncology.8,25,40 

Bryony will contribute to the scale development and survey design, and assist with fieldwork and analysis 

where required. Lorna Fraser is an epidemiologist with a background in clinical paediatrics and brings 

paediatric palliative care and statistical expertise to the project. Lorna will oversee the phase two analysis. 

Jan Boehnke is a psychologist by background and brings expertise in scale development and 

psychometrics, and has kindly offered to provide psychometric support to Jo for the validation analysis in 

phase two. Jan Aldridge is a clinical psychologist at Martin House and has been instrumental in pushing 

forward the agenda for supporting children’s hospice staff. Jan will bring topic and clinical expertise and 

experience of implementing staff support structures in a children’s hospice setting. Andrew Papworth is 

a mixed methods researcher with experience of conducting research with NHS staff.  

JT will be responsible for the project’s timely completion, the quality of the work, adherence to ethical 

standards, and effective dissemination and impact. JT will meet with BB, LF and JT monthly, although 
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frequency of meetings will be driven by the needs/stage of the study and will vary over its duration. JT 

will seek input from JB as and when needed during the project. 

The Centre’s Management Committee will review project progress (including budget profiling) when it 

meets (every two months). The Centre’s Advisory Board (which includes several children’s hospice 

representatives holding different positions and research experts in palliative care) will act as the Project 

Advisory Board and provide independent oversight. A report on progress will be given at the bi-annual 

meetings of the Centre’s Advisory Board and meetings will also be used to discuss the project and gain 

expert input when required. A report on progress and spend against budget will also be reviewed by the 

Centre’s Partnership Committee (jointly occupied by representatives from Martin House and the 

University of York). 

9 Project timeline 

Phase 1 – Development and testing of children’s hospice (CH) scales 

Months 1 to 3 

Scope children’s hospice literature to identify characteristics to sample for in phase 1 Ethics approval 

(University of York) 

Promote study to children’s hospice sector and recruit hospices for phase 1 

 

Months 4 to 9 

Feedback from individual staff on scales and development of draft CH (months 4-5) Focus groups with 

staff and refinements of CH scales (month 6-7) 

Cognitive interviews and final refinements of CH scales (months 7-8) 

 

Phase 2 – Cross-sectional (observational) study of children’s hospice staff 

Months 8 to 10 

Recruit children’s hospices to the study 

Collect organisational data from participating hospices 

Develop and pilot staff survey 

Months 11 to 13 

Administer staff survey and clean data 

Months 14 to 18 

Validation of CH scales (month 14) 

Descriptive and regression analysis of study data (month 15)  

Study write-up and dissemination (months 16-18) 

 
See Appendix C (page 21) for detailed project Gantt Chart.  
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APPENDIX A: 

The Work Stressors Scale - Paediatric Oncology (WSS-PO) 
 

 

This scale looks at situations and events which paediatric oncology staff report encountering at work.  

For each statement please tick [] the box (on the left) that best describes how often you have 
encountered this situation or event during the past 6 months. Then tell us how stressful this has been for 
you by ticking [] ‘Not at all’, ‘A little’ or ‘A lot’ (on the right).  

During the past 6 months: 
How often have you 

encountered this situation? 
 

How stressful have you 
found this? 

Rarely Sometimes Often  
Not at 

all 
A little A lot 

   
Working in an environment where there’s lots of stress, 
sadness, and anxiety    

   
Having to answer parents’ questions during the end of life 
stage    

   
Other members of the multi-disciplinary team not 
responding to my requests for help    

   Other staff being quick to find fault with me    

   Talking to children about distressing subjects    

   Feeling my skills are not recognised    

   Watching a child deteriorate day-by-day    

   A parent getting upset    

   Other departments not prioritising our patients    

   When a child deteriorates very quickly    

   Containing my emotions after the death of a child    

   Supporting the family after the death of their child    

   Dealing with a lot of deaths in a short space of time    

   Families becoming dependent on me    

   
Not feeling sure how much parents have understood what 
I’ve told them    

   
Not knowing after a child dies whether we chose the wrong 
approach    

   Working to targets set by managers    

   A parent not letting me talk to their child alone    
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During the past 6 months: 
How often have you 

encountered this situation? 
 

How stressful have you 
found this? 

Rarely Sometimes Often  
Not at 

all 
A little A lot 

   Parents not supporting what I’m doing with their child    

   Periods when I only see patients who are ill    

   
Families being aggressive towards other members of the 
multi-disciplinary team    

   
Having a family on my caseload who is in desperate social 
circumstances    

   Staff being obstructive    

   Not being able to do my job to the standard I would like    

   A parent not being happy with the care I am providing    

   Lots of very sick children on the ward at once    

   
Having to be positive with a family when I know the 
outcome will not be good    

   Feeling my work is being closely monitored by managers    

   Senior managers placing unfair demands on me    

   Giving a parent bad news    

   
Supporting parents who feel guilty about treatment 
decisions     

   Being involved in telling parents their child’s diagnosis    

   Dealing with parents who are in conflict with each other    

   Not having time when a family asks for help    

   
Having to respect a parent’s wishes when I don’t agree with 
them    

   
Parents expecting me to do things that are not part of my 
job    

   
Not agreeing with how a parent is behaving towards their 
child    

   
Parents not understanding the importance of adhering to 
medical regimes    

   
Feeling that members of the team don’t value each other’s 
opinion    

   Feeling that patient care is being compromised    
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During the past 6 months: 
How often have you 

encountered this situation? 
 

How stressful have you 
found this? 

Rarely Sometimes Often  
Not at 

all 
A little A lot 

   Being interrupted when I am talking to a family    

   When we come to the end of the treatment we can offer    

   Being expected to take on a wide variety of tasks    

   A protracted death    

   Feeling responsible for a child’s distress    

   Working in an environment that is very noisy    

   
A family expecting things to be done within an unrealistic 
timeframe    

   Staff not passing on the information I need to do my job    

   
Finding that I don’t switch off properly after I have finished 
work    

   Parents thinking they know better than me    

   Difficulty establishing a relationship with a family    

   Working with a team member who isn’t pulling their weight    

   
Having to adapt what I say to parents to cater for their level 
of understanding    

   A parent asking me what I would do in their situation    

   
Being involved in a consultation where parents are told the 
prognosis is worse than we thought    

   
Feeling parents are being pushed into agreeing to 
treatments    

   A parent demanding more and more support from me    

   
Feeling that I can’t keep up with requests from other team 
members    

   
Being responsible for controlling the symptoms of a dying 
child     

   
Feeling like everything I do can have major consequences 
for a patient    
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APPENDIX B: 
The Work Rewards Scale - Paediatric Oncology (WRS-PO) 
 

 

This questionnaire describes situations and events which paediatric oncology staff report 

encountering at work.  
 

For each of the following statements please tick [] the box (on the left) that best describes how 

often you have encountered this situation or event over the past 6 months. Then tell us how 

rewarding this has been for you by ticking [] ‘Not at all’, ‘A little’ or ‘A lot’ (on the right).  

During the past 6 months: 

How often have you 
encountered this situation? 

 
How rewarding has this 

been for you? 

Rarely Sometimes Often  
Not at 

all 
A little A lot 

   Feeling that I’ve made a difference to a child     

   Knowing how to help     

   Knowing that we are providing a good service     

   Helping a child cope with their situation     

   
Knowing that I am doing something really 
useful     

   
Seeing children at follow-up when they’re well 
and thriving     

   Having a chance to develop my role     

   Families valuing my opinion     

    Doing something that makes a child feel better     

   
Feeling I’m respected by other members of the 
team    

   Getting thanks from parents     

   
Knowing that other members of staff need my 
help     

   
Feeling I’ve contributed to a child  returning to 
a normal life     

   Being able to work creatively in my role     

   
Being able to identify what I can do about a 
problem     
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During the past 6 months: 

How often have you 
encountered this situation? 

 
How rewarding has this 

been for you? 

Rarely Sometimes Often  
Not at 

all 
A little A lot 

   Seeing a family develop the ability to cope     

   The feeling that I’m doing my job well     

   
Sharing the high points with a child and their 
family    

   Seeing a child get better     

   
Working with people who enjoy the same sort 
of work as me     

   
Being involved in both the medical and 
psychosocial aspects of the child’s care     

   
Knowing I’m making the situation easier for 
families and for children    

   Being able to get a child to interact with me    

   
Being involved with the child and family from 
the beginning to the end of treatment    

   A family getting to know me    

   
Other staff appreciating my contribution to a 
child's care    

   Developing new skills and gaining knowledge    

   Feeling that I am working in an expert team    

   
Being one of the people that parents and 
siblings feel they can open up to    

   
Developing long-lasting relationships with 
families    

   Families are pleased to see me    

   Seeing a family move on with their lives    

   Working in a supportive team    

   
Working in a team that is committed to the 
patients    

   Seeing a patient further down the line    
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Appendix C: Project Gantt Chart 
 

 

Staff Support Project GANTT CHART M1 M2 M3 M4 M5 M6 M7 M8 M9 M10 M11 M12 M13 M14 M15 M16 M17 M18

Jan-19 Feb-19 Mar-19 Apr-19 May-19 Jun-19 Jul-19 Aug-19 Sep-19 Oct-19 Nov-19 Dec-19 Jan-20 Feb-20 Mar-20 Apr-20 May-20 Jun-20

Team meetings

Project advisory group meetings

Phase 1 – Develop children’s hospice (CH) scales

Rapid review to identify organisational characteristics

Ethics application and approval (Uni York)

Recruit hospices for phase 1

Survey feedback on CH scales v1

Focus groups to refine CH scales v2

Cognitive interviews to refine CH scales v3

Phase 2 – Cross-sectional study of children’s hospice staff

Recruit children’s hospices to the study

Collect organisational data from participating hospices

Develop and pilot staff survey

Administer staff survey and clean data

Validation of CH scales

Descriptive and regression analysis of study data

Study write-up and dissemination


