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Lay Summary 

Researchers have recognised the psychological impact of living with Motor Neurone 

Disease (MND). There is limited research exploring how healthcare professionals (HCPs) can meet 

the psychological needs of people living with MND (plwMND), or the role of integrated 

psychology within teams. Further, there is little research investigating the emotional experiences of 

HCPs supporting plwMND. This thesis allows for in-depth exploration of these experiences. 

Literature Review 

A review identified and evaluated qualitative literature regarding the emotional experiences 

of MND HCPs. Three databases were searched; seven studies met criteria. Thematic synthesis 

identified three themes. Results highlighted that HCPs experience MND work as intense, 

challenging, complex and unpredictable. Themes highlighted issues of power and responsibility. 

Protective factors such as appropriate working conditions, knowledge-sharing, positive 

relationships, and feelings of pride were identified. Results demonstrate the risk of HCP burnout 

and low wellbeing, and the importance of protective factors. Results highlight the need for 

awareness of threats and facilitators to HCP wellbeing, and staff support to enable high-quality care. 

Empirical Project 

This study explored HCP perspectives of psychology within MND-specific multi-

disciplinary teams (MDT). Eight UK HCPs participated in semi-structured interviews. Thematic 

Analysis (TA) produced four themes. Participants perceived psychology as a limited resource, not 

prioritised in terms of time, staffing or funding. Participants described experiencing chaos and 

control related to uncertainty, and the emotive ‘diagnosis until death’ work. Participants valued 

psychological containment for staff, experiencing educational and reflective opportunities, and 

confidence in ‘good-enough’ care. Participants valued direct and indirect patient psychology 

support and perceived psychology as essential within MND services. Findings indicated that 

psychological support for MND staff is equally important as patient support. Clinicians should be 
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aware of the emotive and challenging work and take measures to avoid burnout. MND services 

could use compassionate leadership to support staff wellbeing. 
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Section One: Literature Review 

Understanding the Emotional Experiences of Healthcare Professionals Working with People Living 

with Motor Neuron Disease: A Thematic Synthesis 
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Abstract 

Objectives: Healthcare professionals (HCPs) working with people living with motor neuron disease 

(plwMND) within the UK are exposed to circumstances including end of life care, trauma, loss, and 

death. These events are likely to have an emotional impact upon providing healthcare interventions 

within such circumstances. Existing reviews have focused on the emotional experiences of 

plwMND and their carers but have ignored the emotional experiences of healthcare staff and the 

impact of this work on them. Therefore, this systematic review (PROSPERO: CRD42024596592) 

aimed to synthesise available qualitative research into the emotional experiences of HCPs working 

with plwMND in the UK.  

Methods: A systematic search for qualitative research on the emotional experiences of HCPs 

working with plwMND was conducted across three databases. Seven studies were included, 

critically appraised, and analysed using Thomas and Harden’s (2008) thematic synthesis approach. 

Results: Three superordinate themes were identified: ‘Intensity of Work’ (Emotionally Taxing, 

Challenging, Complex and Unpredictable), ‘Power and Responsibility’ (Managing Hope, Balancing 

Act, Empowering Patients), and ‘Protective Factors’ (Right Conditions, Knowledge and 

Communication, Positive Relationships, Privilege, Pride and Reward). 

Conclusions: Results indicate that HCPs working within MND services experience distress, intense 

emotions, significant challenge, and high levels of responsibility. These factors were linked to 

reports of vicarious trauma, compassion fatigue (CF) and burnout, thus negatively impacting staff 

wellbeing. Positive and protective elements to the work were noted, including empowering patients, 

job satisfaction, colleague support, and staff-patient rapport. Protective elements were linked to 

aspects of compassion satisfaction, thus contributing to prevention or mitigation of CF and burnout.  
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Practitioner Points 

• Further attention in practice and research should be given to acknowledging the difficulties

experienced by HCPs within MND services and supporting them to care for their wellbeing.

• Utilising compassionate leadership could help to create a sense of psychological safety,

enhancing staff wellbeing and promoting compassionate patient care.

• Providing psychoeducation around models such as Compassion-Focused Therapy or

Dialectical Behaviour Therapy could be useful in supporting HCPs to take care of their

wellbeing, and in turn provide high-quality patient care.

Keywords: 

Motor Neuron Disease; Amyotrophic Lateral Sclerosis; Healthcare Professionals; Emotional 

Experiences; Qualitative Evidence Synthesis; Meta-Synthesis 
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Introduction 

Motor neurone disease (MND) is a fatal, rapidly progressing disease affecting the brain and 

spinal cord, for which there is currently no cure (MND Association [MNDA], 2021). The 

significant decline in physical function, communication, thinking, behaviour and independence 

associated with MND (MNDA, 2021) are likely to have an emotional and psychological impact on 

people living with MND (plwMND), and there is evidence to suggest that plwMND experience 

MND-associated distress (Glennie et al., 2021; Pinto et al., 2021). Healthcare professionals (HCPs) 

support plwMND to manage their symptoms and are regularly exposed to challenging 

circumstances such as death, decline, and distress. However, the existing research investigating the 

emotional impact of working with plwMND upon HCPs within MND services is small.  

Compassion fatigue (CF) is defined as ‘the cost of caring for others in emotional pain’ 

(Figley, 1982) and is characterised by feelings of exhaustion, irritability, and other negative 

physical, social, emotional, and intellectual changes (Coetzee & Klopper, 2010; Zhang et al., 2018). 

CF is commonly experienced by HCPs providing support to those in physical or emotional pain 

(Harris et al., 2015). Burnout is defined as professionals’ negative attitudes or behaviours towards 

work in response to job strain, and is characterised by feelings of powerlessness, frustration, and 

inability to meet goals (Davis et al., 2013; Leiter et al., 1998). Research suggests that CF is 

positively correlated with burnout in nurses (Zhang et al., 2018) and can lead to high staff turnover 

(Halfer & Graf, 2006). Additionally, evidence suggests that CF and burnout also negatively affect 

patient outcomes (Cimiotti et al., 2012). 

Alongside burnout, vicarious trauma1 (VT) is also suggested to contribute to CF (Cocker & 

Joss, 2016). VT has been defined as the emotional residue or exposure to traumatic stories and 

experiences of others shared with professionals, through work, witnessing fear and pain that others 

have experienced (American Counselling Association, 2016). VT is common within helping 

 

1 Also referred to as ‘secondary trauma’ or ‘insidious trauma’ (American Counselling Association, 2016) 
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professions and can arise from a ‘rescuer-caretaker’ response commonly associated with HCPs 

(Cocker & Joss, 2016).  

The challenging nature of MND suggests that HCPs working within MND are likely to be 

emotionally impacted by their work. Furthermore, the existing body of research examining CF, 

burnout, and VT within healthcare settings suggests that HCPs working within MND may be at risk 

of experiencing these conditions. Further research is needed to explore this phenomenon. 

This review aims to identify and synthesise the current literature exploring the emotional 

impact of working with plwMND on HCPs to 1) assess and critically appraise the quality of 

existing research and 2) enhance the understanding and support of HCPs working in MND services. 

 

Method 

This systematic review was registered on the international prospective register PROSPERO 

(reference: CRD42024596592) and followed the enhancing transparency in reporting the synthesis 

of qualitative research (ENTREQ) statement (Tong et al., 2012; Appendix A). 

Search Strategy 

The SPICE mnemonic (Setting, Perspective, Intervention/Interest, Comparison, Evaluation) 

is a recommended framework for qualitative systematic reviews (Booth, 2004) and was utilised to 

develop and refine the review question and search strategy (Table 1). 

The search strategy, search terms (Table 2) and databases were identified in consultation 

with the researcher’s supervisor and a librarian. The specific term ‘trauma’ was not used due to the 

association with physical trauma, which skewed search results. Searches were completed in October 

2024 across three databases: PsycINFO, Medline and Scopus. No restrictions were placed on date 

limits to ensure all relevant papers were obtained, and there have been no prior reviews. Searches 

were limited to peer-reviewed articles in the English language. 
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Table 1 

SPICE Tool (Booth, 2004) 

 

Table 2 

Search Terms 

Construct Search Terms2 

Healthcare specialism “motor neuron* disease*” OR mnd OR “amyotrophic lateral sclerosis” 

Healthcare 

professionals 

population 

“health professional*” OR “healthcare professional*” OR “health care 

professional*” OR “health-care professional*” OR medic OR 

physician* OR doctor* OR clinician* OR therapist* OR dentist* OR 

psychiatrist* OR surgeon* OR nurse* OR psychologist* OR 

6tructured6py* 

Emotional Experiences emot* OR distress OR burnout OR “moral injury” 

 
2 Individual search terms for each construct were combined with the Boolean operator ‘OR’, and broad constructs were combined 

with ‘AND’. Search terms were inputted into Medline and Scopus; MeSH2 terms were inputted into PsycINFO. 

Criteria Description 

Setting Motor Neuron Disease  

Perspective Healthcare professionals (HCPs) aged 18+ 

Intervention / Interest Emotional experiences, HCPs within motor neuron disease 

Comparison (if 

relevant) 

Not applicable 

Evaluation Experiences, feelings, perspectives, perceptions, attitudes, opinions, 

thoughts, feelings, ideas, views captured in themes 
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Research qualitative   OR   interview   OR   focus group   OR   thematic analys*   

OR   grounded theory   OR   Interpretative phenomenological analys*   

OR   discourse analys* OR   Semi#stuctured   OR   in#depth   

 

Study Selection 

Papers identified via cross-database searches were extracted into the EndNote reference 

manager, and duplicates were removed. Titles and abstracts were screened against inclusion and 

exclusion criteria to assess relevance to the review question. Remaining papers were subjected to 

full-text review; papers not meeting eligibility criteria were removed. Forward and backward 

reference searches of included papers were performed. A secondary reviewer, a trainee clinical 

psychologist independent of this review, screened eight papers during full-text review to increase 

the reliability of the selection process. 

Table 3 

Inclusion and Exclusion Criteria 

Inclusion Criteria Exclusion criteria 

Samples include HCPs working with 

plwMND aged 18+ 

Studies not focusing solely on professionals’ 

experiences of service delivery. Papers 

which review different groups’ experiences 

can be included if meaningful data about the 

HCPs’ experiences can be extracted 

Studies specifically focus on and explore the 

emotional experiences of working with 

plwMND 

Studies which utilised solely quantitative 

design 
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Data Extraction 

Data relevant to the review question was extracted and accumulated including author, 

publication year, study country, available sample characteristics, data collection, methodology and a 

summary of findings or key themes (Table 4). 

Quality Assessment 

The quality of studies was assessed using an adaptation of the Critical Appraisal Skills 

Programme qualitative research checklist (CASP, 2024; Long et al., 2020; Appendix B). Long et al. 

(2020) adapted the CASP tool to increase its value for appraisal within qualitative evidence 

synthesis and suggested a supplementary question for the original checklist (CASP, 2024). A 

random selection of papers (28%, N=2) were appraised by an independent secondary reviewer. 

Discrepancies were identified on three of 44 checklist questions, which were resolved through 

discussions. 

 

 

Studies employed qualitative methodology 

and analysis, including mixed-method studies 

involving extractable qualitative data 

 

Grey literature, case studies, surveys, theses, 

dissertation, reviews, and non-peer reviewed 

articles 

Studies that deviated from the subject by not 

relating to perceptions of mental health 

needs and desires for care. 

 

Studies are written in the English language 

 

Studies from countries operating primarily on 

free or publicly-funded healthcare systems, to 

be most applicable to the UK NHS 

Studies related to assisted suicide, which is 

not legal in the UK. 

 

 

Studies from countries relying on insurance-

based healthcare systems, which are not 

applicable to the UK NHS  
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Epistemological Position 

The current meta-synthesis was conducted from a social-constructionist perspective, 

viewing knowledge, meaning, and reality as socially and culturally produced, rather than as 

objective facts to be discovered (Burr, 2008). As such, the aim was not to uncover ‘universal truths’ 

about the topic area, but rather to elucidate the diverse narratives in which it has been understood 

and experienced across the included studies. 

The researcher recognises that the interpretations presented in the included papers are 

themselves products of the individual researchers' social, historical, and institutional contexts. 

Therefore, within the synthesis, the author has sought to remain attuned to the contextual factors 

that may have shaped the constructions of meaning. Thematic synthesis was guided by the 

assumption that the insights produced would be partial, provisional, and shaped by the researcher’s 

theoretical leaning, generating plausible, contextualized understandings which honour the diversity 

of perspectives represented in the literature. 

Reflexivity 

Acknowledging the values, beliefs, assumptions and attitudes of the researcher, and the 

potential influence of such in the way they relate to data and others is imperative within qualitative 

research (Berger, 2013; Dodgson, 2019). The lead researcher identifies as white British woman who 

is a healthcare professional in the UK with no personal or professional experience within the field 

of MND. To facilitate transparency and reduce bias (Dodgson, 2019), reflective commentary 

(Appendix E) was conducted by the researcher throughout analysis. 

Data Synthesis 

Data was analysed utilising Thomas and Harden’s (2008) thematic analysis approach to 

meta-synthesis of qualitative research. This process involved extracting relevant findings, including 

descriptions, interpretations, and verbatim quotations from study results sections (Thomas & 
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Harden, 2008). One study included non-relevant populations; only qualitative data relating to 

HCPs’ emotional experiences were extracted. Data was subject to line-by-line coding (Appendix 

C). As suggested by Thomas and Harden (2008), participant quotations and the researchers’ 

descriptions and interpretations were included in the data. Initial codes were generated to highlight 

key content and meaning for each study. Codes were then clustered together via an inductive 

process. Theme comparison was then conducted to generate descriptive themes before further 

interpreting themes to initiate analytical themes, alongside a list of superordinate and subthemes 

(Appendix D illustrates a theme development example). Discussions between the researcher and 

their supervisor took place throughout the synthesis. 

Results 

Summary of Included Studies 

Searches across databases yielded 322 studies, following de-duplication. A further 264 

studies were eliminated following title and abstract screening, and 58 papers were subject to full-

text review. Three papers were discussed in supervision regarding eligibility criteria, and a 

collaborative decision was made. Seven papers met inclusion criteria. The screening process is 

presented in the below PRISMA diagram (Figure 1; Moher et al., 2009). 
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Figure 1 

PRISMA (Preferred Reporting Items for Systematic Reviews and Meta-Analyses) Diagram of Study 

Selection Process 

 

Publication dates of studies ranged from 2017-2023 and were undertaken across the United 

Kingdom (UK; n=3), Denmark (n=2), Norway (n=1), and Sweden (n=1). A total of 85 HCPs 

participated across studies, and data was collected predominantly via semi-structured interviews 

(n=6 studies). Methods of analysis included thematic analysis (n=2), interpretative 

phenomenological analysis (n=1), content analysis (n=1), naïve reading, structural analysis and 

critical analysis (n=1), interpretive description (n=1) and qualitative narrative analysis (n=1). Six 

papers documented the experiences of exclusively HCPs whilst one paper (Olessen et al., 2022) 
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examined HCPs and carers; only data relating to HCPs was extracted, in line with research aims. 

Five studies explored professionals working within MND and two studied those working within 

motor neurodegenerative conditions (MNDC). In studies reporting age, participants ranged from 

22-64 years. Gender was reported for 77 participants; 67 females and 10 males.  
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Table 4 

Table of Study Characteristics and Quality Appraisal Rating 

Author 

(Year) 

Country Participant 

Characteristics 

Recruitment Data Collection & 

Methodology 

Key Findings, Themes Quality 

Appraisal 

Anestis et 

al. (2022) 

UK N=19 HCPs working 

with MNDC 

Aged 28-64 (mean = 

47) 

17 females, 2 males 

6-43 years’ 

experience 

(mean = 24) 

 

Through 

collaborations with 

NHS (National 

Health Service) 

Trusts, snowball 

sampling  

& advertisement of 

the study in social 

media. 

 

Semi-structured 

interviews 

 

Thematic Analysis 

Dealing with diagnostic overmath, 

unpacking the diagnosis, breaking bad 

news as a balancing act, empowering 

patients to regain control over their 

health & lives. Clinicians supported 

MNDC patients with negative diagnosis 

experience and its impact. Breaking bad 

news was a critical and challenging 

aspect of HCPs work. Formal support 

and specialised training could help HCPs 

with breaking bad news and empowering 

patients. 

 

High 

Anestis et 

al. (2023) 

UK N=8 neurologists 

working with MNDC 

Aged 38-54 (mean = 

41) 

6 males, 2 females 

2-20 years’ 

experience 

(mean = 10) 

 

Through 

collaborations with 

NHS neurology 

departments & 

centres for MNDCs, 

& snowball 

sampling via social 

media 

advertisement. 

Semi-structured 

interviews 

 

Interpretative 

Phenomenological 

Analysis 

Meeting patients’ emotional and 

information needs at diagnosis: a 

balancing act between disease, patient 

and organisation-related factors. 

Empathy makes the job harder: the 

emotional impact and uncovered 

vulnerabilities associated with breaking 

bad news.  Breaking bad news was 

challenging for clinicians in terms of 

achieving a patient-centred approach and 

dealing with their own emotions during 

the process. 

High 
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Beyermann 

et al. 

(2023) 

Sweden N=11 nurses working 

with plwMND 

Aged 41-61 (median 

= 50) 

10 females, 1 male 

4-21 years’ 

experience 

(median = 21) 

 

Via distribution of 

an invitation and 

information letter to 

randomly-selected 

home care units 

Semi-structured 

interviews 

 

Content Analysis 

 

 

To support in an increasingly difficult 

everyday life”, based on the sub-

categories: “Creating a trusting 

relationship”, “Balancing between the 

needs of patients and their families”, and 

“Sharing knowledge about dying to the 

families”. To support in emotionally 

challenging situations, based on the sub-

categories: “Harbouring family 

members’ difficult feelings”, “Providing 

support even though the situation is 

unpleasant” and “Being able to give 

support by receiving confirmation and 

support from others”. 

 

High 

Cox et al. 

(2024) 

UK N=8 HCPs working 

with plwMND 

 

Via email invitation 

to identified HCPs 

fitting inclusion 

criteria 

 

Semi-structured 

interviews 

 

Thematic Analysis 

Positive influences on staff wellbeing 

included: A sense of fulfilling patients’ 

wishes, good teamwork, presence of an 

experience clinician, awareness of 

clinical guidance. Barriers to wellbeing 

included: Unpredictability of scenarios, 

moral and ethical uncertainties, external 

time pressures, mismatched expectations, 

poor communication and the emotional 

intensity of the work. 

 

High 

Gamskjaer 

et al. 

(2022) 

Denmark N=12 HCPs working 

with plwMND 

Aged 30-59 

12 female, 0 males 

<5 - >10 years’ 

experience 

 

Via invitation to all 

HCPs within 2 MND 

teams 

Semi-structured 

focus group 

interviews 

 

Naïve reading, 

Structural Analysis 

& Critical Analysis 

 

Fundamental drive in having a 

meaningful job. Working conditions; 

self-management. Value of collegiality. 

Work-life balance. Work can be 

enriching and beneficial under the right 

circumstances. 

High 
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Lerum et 

al. (2017) 

Norway N=18 HCPs working 

with plwMND 

18 females, 0 male 

 

Via telephone 

contact with HCPs 

working with 

plwMND 

 

Semi-structured 

interviews 

 

Qualitative / 

Narrative Analysis 

(Unclear) 

 

Key challenges: Building relationships 

with those giving and receiving care. 

Preventing caregiver burnout and 

breakdown. Providing tailored care. 

Ensuring good working conditions in 

patients’ homes. Recruiting and retaining 

HCPs. 

 

Moderate 

Olesen et 

al. (2022) 

Denmark N=9 HCPs working 

with plwMND and 

cognitive impairment 

8 females, 1 male 

1 - >6 years’ 

experience 

 

Via contact with key 

leaders within health 

& social care, who 

selected HCPs 

meeting inclusion 

criteria 

Focus group 

interview 

 

Interpretive 

Description 

Key challenges: Collaboration as a 

balancing act; difficult collaborating 

with families and colleagues due to the 

severeness and complexity of the 

disease. Working in a home of sorrow. 

Coordinating threads to tie: community 

collaborators. 

High 
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Quality Appraisal Results 

Appendix F presents an overview of the critical appraisal. To illustrate a general reflection of 

study rigour, a scoring strategy was utilised. This is not a reliable statistical indicator of rigour, 

however, is supplemented by written analysis to indicate strengths and limitations of each study. 

Overall, six studies were rated as high and one as moderate quality. 

All studies clearly stated the research aims and chose appropriate methods of analysis, 

however Lerum et al.’s (2017) analysis description and study design were vague; the qualitative and 

narrative elements listed seemingly fitted the aims, however the lack of clarity impacts replicability. 

All studies explicitly outlined ethical considerations, recruitment strategies, and data collection. Two 

studies failed to adequately address theoretical study underpinnings (Beyermann et al., 2023; Lerum 

et al., 2017). Only two studies appropriately acknowledged relationship and reflexivity (Anestis et 

al., 2022; Anestis et al., 2023); Cox et al. (2024) did reference a reflexivity log, however there was 

no available excerpt or elaboration within the main text. All studies clearly reported the findings and 

discussed them in relation to previous research, however three papers did not provide future research 

recommendations (Beyermann et al., 2023; Cox et al., 2024; Gamskjaer et al., 2022). All studies 

addressed limitations; however, Lerum et al. (2017) were comparatively brief. Furthermore, all but 

one paper (Lerum et al., 2017) provided clinical implications. 

The moderate-high study ratings meant that none were excluded. This quality assessment aids 

the analysis and provides methodological context to support reader interpretation. 

Thematic Synthesis 

Study analysis identified three superordinate and nine subordinate themes (Table 5). Themes 

are not a total representation of experiences; they capture the primary cross-data narratives, some of 

which overlap between themes. Appendix G presents supplementary quotations. 
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Table 5 

Themes and Subthemes 

Theme Subtheme 

Intensity of Work Emotionally Taxing 

 

Challenging, Complex and Unpredictable 

 

Power and Responsibility Managing Hope 

 

Balancing Act 

 

Empowering Patients 

 

Protective Factors Right Conditions 

 

Positive Relationships 

 

Knowledge and Communication 

 

Privilege, Pride and Reward 

 

 

 

Intensity of Work 

This theme encompasses the narrative that working with plwMND feels intense. Participants 

experienced this intensity in the emotional impact of the work, in the challenges they faced., the 

complexity of MND presentations and subsequent care delivery, and the unpredictability of it all. 

Emotionally Taxing 

Participants described the emotional consequences of their work on their wellbeing, 

describing the effects of holding space for patients and caregivers to express their emotions and 

how this impacts staff wellbeing. Staff reported having to “bear the brunt of patients’ annoyance 

and irritation”, being the recipient of “anger”, “mistrust” and “dissatisfaction” (Anestis et al., 

2022). Participants shared “If they’re really devastated, you can’t manage it…you’ve just got to let 

them get on with it” (Anestis et al., 2023). 
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Most studies described that being emotionally impacted by the work felt inevitable: “It’s 

impossible not to become emotional sometimes” (Anestis et al., 2022), “You’re only human and you 

get affected”. Papers described the emotive nature of witnessing “so much frustration and 

powerlessness” (Gamskjaer et al., 2022) and struggling to manage their emotional responses: “I 

said, I’ll be back in an hour…I went to the car and cried and felt like I can’t handle it” (Beyermann 

et al., 2023).  

Studies mentioned a sense of tiredness resulting from work: “I find it incredibly draining…I 

always feel completely exhausted” (Anestis et al., 2023), and discussed feeling traumatised: “It was 

one of the most traumatic things I have ever done” (Cox et al., 2024); “Whenever you break bad 

news, it reminds you of all the others…and of your own fragility” (Anestis et al., 2023). Participants 

described feeling a sense of guilt in delivering diagnoses: “You can see the bottom drop out of 

somebody’s life in front of you…”, “You feel terribly responsible, like you’ve done it to them, 

you’ve given it to them” (Anestis et al., 2023). 

Studies discussed a sense of dissociating to manage the emotional nature of the work: “I 

manage my emotions by going a bit numb…I’m watching myself…so you don’t cry badly, you can 

look empathetic. The only way to not feel that upset when people are upset is to do this sort 

of…technique” (Anestis et al., 2023); “You develop some sort of immunity to the emotional impact” 

(Cox et al., 2024).  

Challenging, Complex and Unpredictable 

Across studies, participants discussed elements of MND work as being challenging and 

complex, which contributed to work intensity: “I’m having difficult conversations around advanced 

care planning, end of life decisions…about death and dying…it is difficult”, “You do have a bit of a 

mess, rather than it being straightforward” (Anestis et al., 2022). Participants described the 

“immense concentration” (Cox et al., 2024) required of them: “It’s knowing how to do it right 

that’s the most challenging. How do you give terrible news to somebody in a way that allows them 
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to absorb the information without shutting down emotionally, and without it being a challenging 

experience?”, and the paradox of: “It’s like punching someone so hard but you have to do it very 

gently to soften the blow” (Anestis et al., 2023). Papers also discussed the energy and resilience 

necessary of them: “It’s like stretching a rubber band…you stretch it a little, and a little more, a 

little more…it’s amazing how long it can get before it breaks” (Lerum et al., 2017). 

Studies mentioned the mismatch in caregiver and patient experiences to be a further 

challenge: “Where I can see the patient is getting worse and the caregivers won’t acknowledge it. 

You see the grief in the person’s eyes due to being so fatally ill, and the spouse…just refuses to 

accept it. It’s terrible to witness” (Olesen et al., 2022). Additionally, witnessing patients’ distress 

was cited as a challenge: “When you have changed so radically that you have become physically 

and verbally aggressive…you lose your understanding of the disease…become scared of everyone 

around you…these are the biggest challenges I face” (Olesen et al., 2022). 

Participants discussed the unpredictability of MND and consequent challenges: “We can’t 

guarantee them that it won’t get worse” (Anestis et al., 2022). Chaos was referenced throughout 

studies: “This is a frustration, this is a chaos” (Beyermann et al., 2023), “It turns into chaos” 

(Lerum et al., 2017). Participants discussed being taken by surprise by aggression; “When 

somebody has a violent response to diagnosis…that can be surprising and awful” (Anestis et al., 

2023), “Sometimes I was a bit afraid of her…she could swing very quickly from being happy and 

thinking you’re the most competent person you’ve ever met, to bringing you down in three seconds 

where you felt like the most incompetent person on earth” (Beyermann et al., 2023) and escalation: 

“The sweater gets caught in the wheelchair, he bends forward, loses his breath, then things don’t 

happen quickly enough, he starts to cry, and his wife starts to cry, then the poor HCP is left with a 

very unpleasant situation”. 
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Power and Responsibility 

This theme encapsulates the narrative that HCPs working within MND experience a sense of 

power and responsibility in relation to patient care. Participants discussed their priorities, struggles 

and feelings regarding power and responsibility. 

Managing Hope 

Participants mentioned hope, and the experience of giving it, withholding it, and removing 

it. Remaining “realistic” was also referenced across studies. 

“I don’t give any hope in MND. I think it’s unfair, because they’d have an unrealistic 

expectation. I don’t take away hope, but I don’t give false hope” (Anestis et al., 2023) 

“I try to encourage them to have a realistic mindset…at the same time you don’t want to 

destroy someone’s hope…it’s quite a fine line” (Anestis et al., 2022). 

“It’s important that we are transparent with patients and not give false hope” (Anestis et 

al., 2022). 

Managing hope was perceived as a burden: “We get so affected by it because it is so 

hopeless, and the hopelessness…it becomes such a heavy burden to carry” (Olesen et al., 2022). 

Having to deliver news that patients would not be able to engage in prior work or hobbies 

posed a key area in hope-management: “That was a difficult conversation to have…I obviously 

couldn’t say, well you can’t do that, but saying…oh, that might be tricky, would they have any sort 

of admin-type work?” (Anestis et al., 2022). 

Balancing Act 

Studies referenced several domains where clinicians felt a ‘balancing act’. Managing 

differing patient and caregiver expectations felt difficult: ““Their partner might be wanting loads of 

information about how to manage…the patient might be like ‘I don’t even want to know’…you get 
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these two levels of conversations happening which can be difficult to manage” (Anestis et al., 

2022). 

Balancing the perspectives of patients and stakeholders felt a further challenge: “We try to 

collaborate with them” (Lerum et al., 2017); ““I feel my energy is being drained when I’m at a 

multi-disciplinary meeting [with external collaborators]…I’m trying with all my presence to show 

that we need to be aware of this family, and then some rigid health professionals…just sit there and 

stare into their papers the whole time” (Gamskjaer et al., 2022). 

Papers also discussed that balancing professional and personal commitments felt difficult: 

““When you’ve been out there listening to how difficult it is for [patients] and talk about death and 

how they’re going to die…it’s just a bit difficult to come home and sit down and have a nice family 

dinner” (Gamskjaer et al., 2022). 

Empowering Patients 

Redistributing power to patients felt important for HCPs. Advocating for and implementing 

patient choice was discussed: “The patient had chosen the location, in their own home, and died 

with their family around them” (Cox et al., 2024); “It’s about reframing, isn’t it? Inevitably it’s 

sad…people will die. But it’s about making sure they were able to go on that family holiday…go to 

that wedding…what can we put in place to make that happen?” (Anestis et al., 2022). 

The HCP and patient liaison was discussed in relation to empowerment: “I feel what we 

have got to do is…empower people to self-manage. I say that with good management that comes 

from both the HCP and the patient who needs to take some responsibility, we can preserve a good 

quality of life” (Anestis et al., 2022). 

Empowering patients was cited as a paradoxical ‘positive’ to death: “They had a beautiful 

death. They died with dignity and calmly…it is a privilege to allow a patient to have a beautiful 

death” (Cox et al., 2024). 
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Protective Factors 

This theme captures the narrative around factors which provide a buffer to the difficulties 

experienced within MND care. This included the impact of working environments, patient-staff and 

colleague relationships, desires and expectations of communication and knowledge-sharing, and 

clinicians’ experiences of feeling privileged and proud of their work, forming a sense of reward. 

Right Conditions 

The right working conditions was perceived as a factor which positively influenced staff 

wellbeing. Autonomy contributed to this: “I don’t just get tasks assigned to me, I also have 

responsibility” (Gamskjaer et al., 2022); “To be able to shape my own working instead of going to 

work and having other people set the boundaries” (Gamskjaer et al., 2022), as did having influence 

and an ability to delegate based on time and need: “We have huge influence. We sit down together 

and decide who is best for the job…based on time and needs. The influence we have over our own 

work life: that means a lot in being enthusiastic about your job” (Gamskjaer et al., 2022). 

Furthermore, the right resources were described as supportive in helping staff to manage 

challenges and work effectively, such as training necessary to equip clinicians with skills. 

Participants desired training (Anestis et al., 2022) and the absence of training led to participants 

feeling they lacked necessary skills and knowledge (Anestis et al., 2023; Lerum et al.., 2017). HCPs 

were described as often experiencing sub-optimal conditions (Beyermann et al., 2023).  

Positive Relationships 

Participants described noticing that positive colleague relationships were helpful in 

managing work challenges: ““I am talking to a colleague, I had to call and vent…I calm down and 

I can…pick up this thread again” (Beyermann et al., 2023). The “shared experience” in MND 

teams was described as “lovely” and “positive” and helped HCPs to feel “connected” (Cox et al., 

2024). 
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Having a supportive space to share and discuss feelings or difficulties, and being listened to, 

was described as helpful to participants’ wellbeing: “Just the fact I can share. My colleagues don’t 

need to say much…I can get rid of my heavy thoughts…that’s a great help and important that we 

have opportunity for that” (Gamskjaer et al., 2022). The knowledge that peer-support existed was 

perceived as helpful in itself: “If something is tremendously difficult…I can lean on my colleagues” 

(Gamskjaer et al., 2022). 

Participants perceived colleagues as familial, and desired to care and nurture peer 

relationships: “professionals become more akin to a version of family…there’s an extended MDT 

family. It is important to care for, and nurture” (Cox et al., 2024). 

Participants perceived staff-patient relationships as “long-standing and so complicated” 

(Cox et al., 2024) and influential on their wellbeing. Appropriate staff disclosure was perceived as 

helpful in relationship-building: “It is important that we open up a little and allow something 

personal into it…otherwise the person can’t relate to you if you are too professional…you have to 

open up…bring something personal into them” (Olesen et al., 2022). Social talk was described as 

another positive factor: “You try to talk socially about other issues too…talk a little as a person 

with a person” (Beyermann et al., 2023). 

Knowledge and Communication 

Knowledge-sharing and communication with patients felt a prominent area for HCPs, who 

spent time deliberating over appropriate methods and timing for patients’ needs: “Clearly it is too 

much information to handle all at once…it’s something about taking it one step at a time” (Lerum 

et al., 2017); “…only providing it when it needs to be delivered” (Anestis et al., 2023). 

Communication was perceived to help or hinder other areas of work: “Communication is absolutely 

key…where communication failed, everything else failed around it” (Cox et al., 2024). 

Participants perceived transparency and honesty as paramount in care delivery: “We need to 

be honest with them, make sure they are informed” (Anestis et al., 2022). However, knowledge was 
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also perceived as powerful, and sometimes a burden: “Patients can’t know what they don’t know. 

You can’t take away knowledge once it’s given…you can’t protect people from an outcome that may 

happen” (Anestis et al., 2023). 

Privilege, Pride and Reward 

In contrast to the difficulties, participants experienced positive and satisfying elements to 

their work. Papers described HCPs feeling “lucky” (Anestis et al., 2022) and “privileged” in their 

work (Anestis et al., 2022; Cox et al., 2024), through providing patient-centred care and a ‘positive’ 

death: “It’s a privilege to allow a patient a beautiful death” (Cox et al., 2024). 

HCPs referenced feeling ‘proud’ of their work, which contributed to feelings of 

empowerment, confidence and self-worth: “I felt proud…one of the things I’ve felt most proud of in 

my career. The experience empowered me and increased my confidence…that real sense of self-

worth, and professional worth” (Cox et al., 2024). 

A specialist skillset and doing a good job led to a sense of pride, importance, and 

motivation: “If I have enough experience…understanding and empathy that I do it well…it’s not 

easy…I like to think if I’ve done it well, it can help the patient” (Anestis et al., 2022); “I’ve built up 

a specialist knowledge that not many other people have…makes me an important person…I become 

more motivated” (Gamskjaer et al., 2022). 

HCPs referenced feeling “appreciated” by patients and caregivers; feelings of gratitude and 

reward contributed positively to wellbeing: “You get so much in return…you actually feel the 

appreciation or gratitude coming from patients or relatives” (Gamskjaer et al., 2022); “I strive for 

something that gives me something in return” (Gamskjaer et al., 2022). Being “A part of something 

significant and emotional” (Cox et al., 2024) also provided a sense of reward and satisfaction: “It 

stayed with me” (Cox et al., 2024). 
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Where HCPs experienced fewer rewarding experiences, staff-retention was challenging: 

“We have used up, emptied [area]. If you ask someone in the home-based services if they would like 

to work there, they respond ‘I would rather quit’” (Lerum et al., 2017). 

Discussion 

This review aimed to identify and synthesise the current literature exploring the emotional 

impact of working with plwMND on HCPs to 1) assess and critically appraise the quality of 

existing research and 2) provide clinical implications and future recommendations to enhance the 

understanding and support of HCPs working in MND services. Three superordinate themes were 

identified: ‘Intensity of Work’, ‘Power and Responsibility’, and ‘Protective Factors’. 

Intensity of Work 

This theme captures the narrative that MND work is intense in the emotional demand and 

challenges posed for HCPs. HCPs described having to bear the negative emotional responses of 

patients, often being the ‘brunt’ of difficult expressions of distress. Witnessing and absorbing 

patient distress felt inevitable for participants, as did the fact that their own wellbeing would be 

negatively impacted as a result. Negative impacts of patient distress on HCP wellbeing were 

described as experiencing sadness, tiredness and exhaustion, guilt about delivering traumatic 

diagnoses, and moral or existential dilemmas around mortality, alongside feeling traumatised by the 

vicarious distress. These findings indicate symptoms of CF, burnout and VT and correlate with 

previous literature highlighting the risk and presence of these conditions within HCPs. 

Furthermore, to cope with these experiences, participants described dissociating through 

numbing themselves, observing themselves from afar, and becoming immune to the emotional 

impact of work. Dissociation and depersonalisation in response to trauma is well-documented in the 

face of ‘overwhelming traumatic experience’ (Boyer et al., 2022) as a method of ‘coping with too 

much stress’ (NHS UK, 2023) and is evidenced to interfere with functioning (Boyer et al., 2022), 

and thus may impact care delivery (Cimiotti et al., 2012). 
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Papers described MND work as challenging and complex in the intense concentration, 

energy, diplomacy and planning required of HCPs. These requirements felt necessary to manage the 

well-documented constant changes associated with MND (Pinto et al., 2021), and the difficult 

conversations regarding death and dying. Chaos and unpredictability posed further challenges for 

HCPs, who felt frustrated and surprised by the chaos and unexpected violence witnessed in MND 

work. The distress associated with significant and rapid changes within plwMND are evidenced in 

previous research (Glennie et al., 2021; Pinto et al., 2021); thus, it is not surprising that working 

within this environment also leads to negative experiences for HCPs. 

Power and Responsibility 

This theme encapsulates the dynamic of power: holding it, sharing it, and destroying it. The 

notion of being ‘hope managers’ was a prominent discourse which seemed an often-unwelcome 

position of power for HCPs. Previous literature discusses hope as being important within palliative 

care (Kylma et al., 2009), yet paradoxical within MND (Poppe, 2020) due to the inevitably-reduced 

quality of life (QoL). Hope has been proposed to involve ‘the desire for an outcome, and the belief 

that the outcome’s obtaining is at least possible’ (Aronson, 2015). The inevitability of an 

undesirable outcome within the nature of MND necessitates hope as difficult to manage. 

HCPs described witnessing hopelessness as a heavy burden, perhaps unsurprisingly given 

the difficult position of informing patients that their QoL will decrease and having ‘dreams 

shuttered down’ (Selman et al., 2013). Snyder (1991) conceptualised hope as ‘the perceived 

capability to derive pathways to desired goals and motivate oneself to use those pathways’. The 

limited ability of HCPs to meet their goal of improving patient QoL suggests a possible shared 

hopelessness. Kern et al. (2020) criticised that Snyder’s (1991) theory lacked appreciation of the 

contextual and dynamic influences on thriving, suggesting that complexity requires flexibility and 

multi-disciplinary approaches, listening, and empathy. 

Previous research recommendations indicate that literature on hope in palliative HCPs is 

scant and further information is needed (Kylma et al., 2009); thus, these findings are of interest. 
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Participants discussed navigating a balancing act between managing the needs and 

expectations of patients, caregivers, stakeholders, alongside their own, and that of their relatives; 

this posed another challenge, and felt a sense of responsibility in these many needs. Participants 

experienced feeling drained, and struggling to manage their personal and professional 

responsibilities, further suggesting evidence of CF, VT and burnout (Zhang et al., 2018; Halfer & 

Graf, 2006; Cimiotti et al., 2012; Cocker & Joss, 2016). 

Participants described redistributing power to patients through advocacy and choice 

regarding sustaining QoL and preparing for death. Empowering patients was discussed through 

supporting self-management of symptoms, where appropriate. Empowering patients seemed a 

paradoxical positive for HCPs in contrast to the difficult experiences, aligned with previous 

literature suggesting that empowering patients via respecting patient choice and autonomy, and 

encouraging shared decision-making, leads to mutual satisfaction for patients and HCPs (Ippolito et 

al., 2020; Nimmon et al., 2016; Raina & Thawani, 2016). 

Protective Factors 

This theme captures the narrative that several experiences of working in MND provide 

buffers to the many challenges. Participants discussed how the right conditions, such as having 

workload-autonomy, access to training and necessary equipment, and a sense of responsibility all 

contributed to high-quality care-delivery, managing challenges, and work-related enthusiasm. The 

absence of training and resources was felt to be detrimental to participants feeling confident, skilled, 

and supported to do their job. Findings correlate with previous research highlighting that HCPs able 

to access training, upskilling and resources experience higher job satisfaction (Damery et al., 2021; 

Shiri et al., 2023) and can contribute to staff retention (Shiri et al., 2023; Morrow et al., 2022). 

Participants discussed the value and importance of positive colleague relationships and staff-

patient relationships. Space to talk, be listened to and share experiences with peers led to feelings of 

calm, connection, and positivity. Knowing that these opportunities were available felt containing for 

staff. Findings correlate with existing literature suggesting that having reflective listening spaces 
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and common ground offers a sense of containment and psychological safety (Kline, 2002; West, 

2021).  

Participants described the closeness and complexity of staff-patient relationships, 

highlighting the importance of appropriate staff disclosure and social relationship-building. HCPs 

felt the need to be relatable to build rapport and trust. Knowledge and communication formed key 

areas in doing so; participants took care to consider what knowledge to share, and when, 

considering patient need. Honesty and transparency were perceived as respectful and empowering 

for patients yet could also feel like a burden for HCPs who experienced a sense of wanting to 

protect patients from undesirable outcomes. Findings further link to previous research suggesting 

that positive working relationships are beneficial to both staff and patient wellbeing (Ippolito et al., 

2020; Nimmon et al., 2016; Raina & Thawani, 2016), alongside issues with hopelessness regarding 

outcomes (Aronson, 2015). 

Papers discussed feelings of privilege, pride and reward in relation to aspects of their work, 

linking in with having empowered patients, successfully fostered positive relationships, and been a 

part of something significant. Participants described positive contributions to wellbeing including 

feeling appreciated, specialised in their skillset, confident and worthy both personally and 

professionally. 

‘Compassion satisfaction’ (CS) is defined as the amount of pleasure derived from helping 

others (Stamm, 2010) and is comprised of factors such as HCPs feeling their work matters, feeling 

effective at work, implementing self-care strategies and receiving support (Alkema et al., 2008; 

Zhang et al., 2018). CS has been noted as the ‘antidote’ to CF, VT and burnout (Zhang et al., 2018; 

Cocker & Joss, 2016), and linked to motivation (Figley, 2002), resilience (Burnett & Wahl, 2015; 

Ata et al., 2020) and staff retention (Jiang & Jiang, 2024). 

Review findings indicate that HCPs working with plwMND experience significant and 

plentiful challenges, distress, and subsequent symptoms of CF, VT and burnout. Several themes 

indicate a need for reflective space, empathy, and support, which could contribute to CS, thus 
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counteracting difficulties and leading to enhanced staff wellbeing and retention and consequently 

care delivery. Furthermore, findings indicate additional positive elements to MND work which 

allow staff to feel appreciated, recognised and proud, further enhancing CS.  

 

Critique of Included Studies 

Only two of the seven studies (Anestis et al., 2022; Anestis et al., 2023) appropriately 

acknowledged the relationship between the researcher and the participants, and adequately addressed 

reflexivity. Reflexivity is particularly important within qualitative research (Berger, 2013; Dodgson, 

2019) to address any potential researcher bias. Thus, risk of bias is higher in studies failing to address 

reflexivity. Furthermore, Lerum et al. (2017) presented a vague and unclear analysis method, 

therefore it would be difficult to adequately replicate findings. Providing a clear analysis method 

would enhance robustness and guard against methodological flaws (Asendorpf, 2013). It is a strength 

that all other studies provided clear analysis descriptions. All studies clearly stated the research aims, 

ethical considerations, recruitment strategies, and data collection methods. Additionally, all studies 

clearly reported the findings and discussed them in relation to previous research. However, one study 

(Beyermann et al., 2023) failed to provide future research recommendations. Providing these 

recommendations would increase the usefulness of the research and encourage address of the current 

study limitations. Furthermore, one study (Lerum et al., 2017) did not provide clinical implications. 

Doing so would establish relevance to the field and demonstrate value beyond contributions to theory. 

At least six papers (Cox et al., 2024 is unclear) utilised multiple researchers during analysis to 

improve rigour and credibility, forming a significant strength of those studies.  

Review Limitations and Future Directions 

A key limitation of this review is the small body of research encompassed. Thus, the thematic 

scope is narrow and there are relatively limited perspectives explored, potentially diminishing review 

impact. However, this demonstrates the need for further research in the topic area, and to increase the 

breadth and richness of available literature. Furthermore, this review addressed a gap in literature and 
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is the first review of its kind in the topic area, thus contributing considerably to the research on HCPs 

in MND; this forms a strength.  

When undertaking meta-synthesis of qualitative literature, it is difficult to make direct 

comparisons due to the diverse methodological approaches, analytical frameworks, and sample 

characteristics (Thorne et al., 2004). As such, confidently integrating study findings is difficult. 

Further, the subjective nature of meta-synthesis allows for researcher bias. Whilst efforts have been 

taken to demonstrate procedural rigour and consultation of multiple researchers, some subjectivity is 

unavoidable. Despite these limitations, qualitative meta-synthesis allows for rich, nuanced 

exploration of the topic area, facilitating more contextualised understanding than purely numerical 

analysis might provide (Paterson et al., 2001). 

This review excluded grey literature and papers not published in English. This decision was 

made to avoid the risk of further diluting the quality of the small existing body of research and uphold 

the scientific and academic rigour expected of systematic reviews. Future reviews may benefit from 

including grey literature to broaden the evidence base and capture perspectives not presented in peer-

reviewed journals. 

An adapted version of the CASP (2024) tool was utilised to assess study quality, based on its 

accessibility and wide use within the field. Whilst an established tool somewhat increases validity, 

the ‘yes/no/can’t tell’ nature of the answers could lead to inter-rater variance. A second rater was used 

to safeguard and increase reliability; however this was not utilised for every paper, which could have 

reduced the reliability of CASP ratings. Additionally, future research may benefit from using a tool 

with increased sensitivity to enhance quality assessment, such as the COREQ (Consolidated criteria 

for reporting qualitative research; Tong et al., 2007). 

Finally, all included studies were conducted within the last seven years, suggesting that 

evidence is contemporarily relevant; a strength for clinical implications. However, due to the small 
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body of research, only three studies were UK-based. Thus, not all findings may be generalisable to 

UK healthcare settings. 

Clinical Implications 

This review highlights the importance of clinicians working in MND, and their managers, to 

be aware of the impact of this work and challenges faced. A recognition of the risks of CF, VT and 

burnout is imperative, alongside acknowledging the importance of CS in guarding against these 

conditions. Equipping staff with the skills and support necessary to care for their own wellbeing, and 

in turn that of their patients, is essential in ensuring health staff teams and high-quality patient care. 

Compassionate Leadership (CL) encompasses many key areas identified within review 

findings as contributing positively to staff wellbeing, for example providing staff with the necessary 

training and resources (Atkins & Parker, 2012; McCauley & Fick-Cooper, 2020), focusing on 

relationships via listening, understanding, empathising and supporting staff to feel valued and able 

(West, 2021), removing obstacles hindering effective working, and leaders collaborating, not 

imposing their own ideas (Gallo, 2017). Thus, utilising CL approaches within MND services could 

enhance staff wellbeing, retention, and consequently patient outcomes (De Hert, 2020). 

Compassion-Focused Therapy (CFT) helps individuals to learn key skills related to nurturing 

core aspects of compassion, including caring for wellbeing, sensitivity, distress tolerance, empathy, 

and non-judgment (Gilbert, 2009). CFT emphasises three brain systems; ‘threat’, activated when we 

are feeling threatened or trying to rescue, ‘drive’, focused on problem-solving and achieving, and 

‘soothe’, focused on being present, connection, and kindness (Gilbert, 2009). When exposed to the 

reported distress, challenge, responsibility and expectations associated with MND care, it is likely 

that HCPs are over-activating their threat and drive systems, interacting by increasing the sense of 

threat and being on-the-go. In order to balance this sense of threat and constant ‘doing’, it is necessary 

to activate the soothe system, thus bringing the other systems back into balance (Gilbert, 2009). Thus, 

providing CFT psychoeducation to HCPs could assist in promoting a sense of safety, care, and 
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connection, shown to increase compassion for self and others (Gilbert, 2009), enhancing staff 

wellbeing and improving care-delivery. 

Another helpful support method for HCPs could be Dialectical Behaviour Therapy (DBT), a 

therapy aiming to support with intense emotions, distress tolerance, emotional regulation, and 

interpersonal effectiveness (Linehan, 2014). DBT discussed a ‘rational mind’, focused on problem-

solving and fixing, an ‘emotional mind’, where strong emotions dictate over logic, and a ‘wise mind’ 

where the individual can connect with emotions of self and others, alongside logic (Linehan, 2014). 

Within MND work, over-focusing on the rational mind and ignoring emotions in situations the HCP 

is unable to ‘fix’, could contribute to burnout and CF. Similarly, over-connecting with the emotional 

mind in a rescuer-caretaker response could make it harder to take effective action, and contribute to 

VT. All these factors are likely to negatively impact HCP wellbeing and patient care. Thus, teaching 

clinicians DBT skills could be useful to encourage identifying with the ‘wise mind’ and connecting 

with both the logic necessary for care-planning, effective decision-making and problem solving, and 

also the emotional attributes such as empathy and compassion necessary to manage caring for self 

and others (Linehan, 2014).  

Conclusion 

The results of this synthesis indicate that HCPs working within MND services experience 

distress, intense emotions, significant challenge, and high levels of responsibility. These factors 

were linked to reports of VT, CF and burnout, thus negatively impacting staff wellbeing. Positive 

and protective elements to the work were noted, including empowering patients, job satisfaction, 

colleague support, and staff-patient rapport. Protective elements were linked to aspects of CS, thus 

contributing to prevention or mitigation of CF and burnout. Further attention in practice and 

research should be given to acknowledging the difficulties experienced by HCPs within MND 

services and supporting them to care for their wellbeing. Utilising CL and providing 

psychoeducation around models such as CFT or DBT could be useful in supporting HCPs to take 

care of their wellbeing, and in turn provide high-quality patient care.  



33 

References 

Alkema, K., Linton, J. M., & Davies, R. (2008). A study of the relationship between self-care, 

compassion satisfaction, compassion fatigue, and burnout among hospice professionals. 

Journal of Social Work and End of Life Palliative Care, 4(2), 101-109. 

https://doi.org/10.1080/15524250802353934 

American Counselling Association (n.d.). Fact Sheet #9: Vicarious trauma. Downloaded 31st 

October 2024. http://www.wendtcenter.org 

Anestis, E., Eccles, F. J. R., Fletcher, I., Triliva, S., & Simpson, J. (2022). Healthcare professionals’ 

involvement in breaking bad news to newly diagnosed patients with motor 

neurodegenerative conditions: a qualitative study, Disability and Rehabilitation, 44(25), 

7877-7890. https://doi.org/10.1080/09638288.2021.2002436 

Anestis, E., Eccles, F. J. R., Fletcher, I., & Simpson, J. (2023). Neurologists’ lived experiences of 

communicating the diagnosis of a motor neurodegenerative condition: an interpretative 

phenomenological analysis. BMC Neurology, 23(178). https://doi.org/10.1186/s12883-023-

03233-3 

Aronson, R. (2015). Surviving the neoliberal maelstrom: A sartrean phenomenology of social hope. 

Sartre Studies International, 21(1), 21-33. https://doi.org/10.3167/ssi.2015.210102 

Asendorpf, J. B., Conner, M., De Fruyt, F., De Houwer, J., Denissen, J. J., Fiedler, K., & Perugini, 

M. (2013). Recommendations for increasing replicability in psychology. European Journal 

of Personality, 27(2), 108-119. https://doi.org/10.1002/per.1919 

Ata, E. E., Yilmaz, E. B., & Bayrak, N. G. (2020). Resilience, occupational satisfaction, burnout 

and compassion fatigue in Turkish intensive care nurses. Clinical Psychology, 22(3), 152-

158. http://doi.org/ 10.32725/kont.2020.028 

https://doi.org/10.1080/15524250802353934
http://www.wendtcenter.org/
https://doi.org/10.1080/09638288.2021.2002436
https://doi.org/10.1186/s12883-023-03233-3
https://doi.org/10.1186/s12883-023-03233-3
https://doi.org/10.3167/ssi.2015.210102
https://doi.org/10.1002/per.1919
http://doi.org/%2010.32725/kont.2020.028


34 

Atkins, P. W. B., & Parker, S. K. (2012). Understanding individual compassion in organisations: 

The role of appraisals and psychological flexibility. Academy of Management Review, 37(4), 

524-546. http://doi.org/10.5465/amr.2010.0490 

Berger, R. (2013). Now I see it, now I don’t: Researcher’s position and reflexivity in qualitative 

research. Qualitative Research, 15(2), 219-234. 

https://doi.org/10.1177%2F1468794112468475 

Beyermann, A., Asp, M., Godskesen, T., & Soderman, M. (2023). Nurses’ challenges when 

supporting the family of patients with ALS in specialized palliative home care: A qualitative 

study. Qualitative Studies on Health and Wellbeing, 18(1). 

https://doi.org/10.1080/17482631.2023.2238984 

Bloser, C., & Stahl, T. (2019). The Moral Psychology of Hope. Rowman & Littlefield Inc. 

Booth, A. (2004). Formulating answerable questions. In A. Booth & A. Brice (Eds.), Evidence 

based practice for information professionals: A handbook (pp. 61-70). Facet Publishing. 

Boyer, S. M., Caplan, J. E., & Edwards, L. K. (2022). Trauma-related dissociation and the 

dissociative disorders. Delaware Journal of Public Health, 8(2), 78-84. 

https://doi.org/10.32481/djph.2022.05.010 

Burnett, H., & Wahl, K. (2015). The compassion fatigue and resilience connection: A survey of 

resilience, compassion fatigue, burnout and compassion satisfaction among trauma 

responders. Clinical Psychology, 7(3), 1-10. http://dx.doi.org/10.4172/1522-4821.1000165 

Burr, V. (2008). Social Constructionism. In J. A. Holdstein & J. F. Gubrium (Eds.), Handbook of 

Constructionist Research (pp. 401-416). Routledge.  

Cimiotti, J. P., Aiken, L. H., & Sloane, D.M. (2012). Nurse staffing, burnout, and health care-

associated infections. American Journal of Infection Control, 40, 486–490. 

https://doi.org/10.1016/j.ajic.2012.02.029 

http://doi.org/10.5465/amr.2010.0490
https://doi.org/10.1177%2F1468794112468475
https://doi.org/10.1080/17482631.2023.2238984
https://doi.org/10.32481/djph.2022.05.010
http://dx.doi.org/10.4172/1522-4821.1000165
https://doi.org/10.1016/j.ajic.2012.02.029


35 

Cocker, F. & Joss, N. (2016). Compassion fatigue among healthcare, emergency and community 

service workers: A systematic review. International Journal of Environmental Research and 

Public Health. 13(6). 618-618. https://doi.org/10.3390/ijerph13060618 

Coetzee, S. K., & Klopper, H. C. (2010). Compassion fatigue within nursing practice: a concept 

analysis. Nursing Health Sciences, 12, 235–243. https://doi.org/10.1111/j.1442-

2018.2010.00526.x 

Cox, G., Davis, C., & Woodley, J. (2024). A qualitative exploratory study into medical, nursing and 

allied health professional experiences of elective withdrawal of non‐invasive ventilation in a 

motor neurone disease cohort. Journal of Evaluation in Clinical Practice [online ahead of 

print]. https://doi.org/10.1111/jep.14166 

Critical Appraisal Skills Programme. (2024). CASP qualitative studies checklist. https://casp-

uk.net/casp-checklists/CASP-checklist-qualitative-2024.pdf 

Damery, S., Flanagan, S., Jones, J., & Jolly, K. (2021). The effect of providing staff training and 

enhanced support to care homes on care processes, safety climate and avoidable harms: 

Evaluation of a care home quality improvement programme in England. International 

Journal of Environmental Research and Public Health, 18(14), 7581. 

https://doi.org/10.3390/ijerph18147581 

Davis, S., Lind, B. K., & Sorensen, C. A. (2013). A comparison of burnout among oncology nurses 

working in adult and paediatric inpatient and outpatient settings. Oncology Nursing Forum, 

40, 303–311. https://doi.org/10.1188/13.ONF.E303-E311 

De Hert, S. (2020). Burnout in healthcare workers: Prevalence, impact and preventative strategies. 

Local and Regional Anaesthesia, 13. 171–183. https://doi.org/10.2147%2FLRA.S240564 

Dodgson, J. E. (2019). Reflexivity in qualitative research. Journal of Human Lactation, 35(2), 220-

222. https://doi.org/10.1177%2F0890334419830990 

https://doi.org/10.3390/ijerph13060618
https://doi.org/10.1111/j.1442-2018.2010.00526.x
https://doi.org/10.1111/j.1442-2018.2010.00526.x
https://doi.org/10.1111/jep.14166
https://casp-uk.net/casp-checklists/CASP-checklist-qualitative-2024.pdf
https://casp-uk.net/casp-checklists/CASP-checklist-qualitative-2024.pdf
https://doi.org/10.3390/ijerph18147581
https://doi.org/10.1188/13.ONF.E303-E311
about:blank
https://doi.org/10.1177%2F0890334419830990


36 

Figley, C. R. (1982). Traumatization and comfort: Close relationships may be hazardous to your 

health. Keynote presentation. 

Figley, C. R. (1996). Compassion fatigue as a secondary traumatic stress disorder: An overview. In 

Figley, C. R. (2002), Compassion fatigue. Brunner/Mazel. 

Freudenberger, H. J. (1974). Staff burn-out. Journal of Social Issues, 30, 159-165. 

https://doi.org/10.1111/j.1540-4560.1974.tb00706.x 

Gallo, A. (2017). Guide to Dealing with Conflict. Harvard Business Review. 

Gamskjaer, T., Werlauff, U., & Handberg, C. (2021). Investigating job satisfaction in palliative 

rehabilitation: Reflections and perspectives of health professionals working with 

amyotrophic lateral sclerosis. Journal of Evaluation in Clinical Practice, 28(1), 108-119. 

https://doi.org/10.1111/jep.13599 

Gilbert, P. (2014). The origins and nature of compassion focused therapy. British Journal of 

Clinical Psychology, 53, 6–41. https://doi.org/10.1111/bjc.12043 

Halfer, D., & Graf, E. (2006). Graduate nurse perceptions of the work experience. Nursing 

Economic (24)3, 123-123. PDF Download: 

https://www.researchgate.net/publication/6997002_Graduate_nurse_perceptions_of_work_e

xperience 

Harris, C., & Griffin, M. T. (2015). Nursing on empty: compassion fatigue signs, symptoms, and 

system interventions. Journal of Christian Nursing, 32, 80–87. 

https://www.researchgate.net/publication/275363723_Nursing_on_empty_compassion_fatig

ue_signs_symptoms_and_system_interventions 

Ippolito, A., Smaldone, F., & Ruberto, M. (2020), Exploring patient empowerment: The link 

between satisfying physician relationship and patient involvement. TQM Journal, 32(1), 92-

109. https://doi.org/10.1108/TQM-04-2019-0096 

https://doi.org/10.1111/j.1540-4560.1974.tb00706.x
https://doi.org/10.1111/jep.13599
https://doi.org/10.1111/bjc.12043
https://www.researchgate.net/publication/6997002_Graduate_nurse_perceptions_of_work_experience
https://www.researchgate.net/publication/6997002_Graduate_nurse_perceptions_of_work_experience
https://www.researchgate.net/publication/275363723_Nursing_on_empty_compassion_fatigue_signs_symptoms_and_system_interventions
https://www.researchgate.net/publication/275363723_Nursing_on_empty_compassion_fatigue_signs_symptoms_and_system_interventions
https://doi.org/10.1108/TQM-04-2019-0096


37 

Jiang, C., & Jiang, S. (2024). Compassion fatigue and compassion satisfaction: The underlying 

mechanisms between work-related violence exposure and turnover intention in the social 

work setting. Human Service Organisations: Management, Leadership & Governance, 

48(4), 522-533. https://doi.org/10.1080/23303131.2024.2304892 

Kern, M. L., Williams, P., Spong, C., Colla, R., Sharma, K., Downie, A., Taylor, J. A., Sharp, S., 

Siokou, C., & Oades, L. G. (2020). Systems informed positive psychology. Journal of 

Positive Psychology, 15(6), 705-715. https://doi.org/10.1080/17439760.2019.1639799 

Kline, N. (2002). Time to Think (1st ed.). Hachette UK. 

Kylma, J., Duggleby, W., Cooper, D., & Molander, G. (2009). Hope in palliative care: An 

integrative review. Journal of Palliative and Supportive Care, 7(3), 365-377. 

https://doi.org/10.1017/S1478951509990307 

Leiter, M. P., Harvie, P., & Frizzel, C. (1998). The correspondence of patient satisfaction and nurse 

burnout. Social Science Medicine, 47, 1611–1617. https://doi.org/10.1016/s0277-

9536(98)00207-x 

Lerum, S. V., Solbraekke, K. N., & Frich, J. C. (2017). Healthcare professionals’ accounts of 

challenges in managing motor neurone disease in primary healthcare: A qualitative study. 

Health and Social Care in the Community, 25(4), 1355-1363. 

https://doi.org/10.1111/hsc.12432 

Linehan, M. M. (2014). DBT Skills Training Manual. Routledge. 

Long, H. A., French, D. P., & Brooks, J. M. (2020). Optimising the value of the critical appraisal 

skills programme (CASP) tool for quality appraisal in qualitative evidence synthesis. 

Research Methods, Medicine & Health Sciences, 1(1), 31-42. 

https://doi.org/10.1177/2632084320947559 

https://doi.org/10.1080/23303131.2024.2304892
https://doi.org/10.1080/17439760.2019.1639799
https://doi.org/10.1017/S1478951509990307
https://doi.org/10.1016/s0277-9536(98)00207-x
https://doi.org/10.1016/s0277-9536(98)00207-x
https://doi.org/10.1111/hsc.12432
https://doi.org/10.1177/2632084320947559


38 

Moher, D., Liberati, A., & Tetzlaff, J. A. D. (2009). PRISMA 2009 flow diagram. The PRISMA 

Statement. https://doi.org/10.1371/journal.pmed1000097 

Morrow, A., Chan, P., Tiernan, G., Steinberg, J., Debono, D., Wolfenden, L., Tucker, K. M., 

Hogden, E., & Taylor, N. (2022). Building capacity from within: qualitative evaluation of a 

training program aimed at upskilling healthcare workers in delivering an evidence-based 

implementation approach. Translational Behavioural Medicine, 12(1). 

https://doi.org/10.1093/tbm/ibab094 

National Health Service United Kingdom. Dissociative disorders. Last updated: 14 August 2023. 

Accessed: 5 November 2024. 

Nimmon, L., & Stenfors-Hayes, T. (2016). The “Handling” of power in the physician-patient 

encounter: perceptions from experienced physicians. BMC Medical Education, 16(1), 114. 

https://doi.org/10.1186/s12909-016-0634-0 

Olesen, L. K., La Cour, K., & Handberg, C. (2022). Reflections of family caregivers and health 

professionals on the everyday challenges of caring for persons with amyotrophic lateral 

sclerosis and cognitive impairments: a qualitative study. Palliative Care & Social Practice, 

16, 1-7. https://doi.org/10.1177/26323524221077702 

Paterson, B. L., Thorne, S. E., Canam, C., & Jillings, C. Meta-Study of Qualitative Health 

Research. Sage. 

Pinto, C., Geraghty, A., Yardley, L., & Dennison, L. (2021). Emotional distress and well-being 

among people with motor neurone disease (MND) and their family caregivers: a qualitative 

interview study. British Medical Journal, 11(8), e044724. https://doi.org/10.1136/bmjopen-

2020-044724 

https://doi.org/10.1371/journal.pmed1000097
https://doi.org/10.1093/tbm/ibab094
https://doi.org/10.1186/s12909-016-0634-0
https://doi.org/10.1177/26323524221077702
about:blank
about:blank


39 

Poppe, C. (2020). Hopelessness in palliative care for people with motor neurone disease: 

Conceptual considerations. Nursing Ethics, 27(1), 316-320. 

https://doi.org/10.1177/0969733019901225 

Raina, R. S., & Thawani, V. (2016). The zest for patient empowerment. Journal of Clinical and 

Diagnostic Research, 1(10), 6. https://doi.org/10.1186/s12909-016-0634-0 

Selman, L., Simms, V., Penfold, S., Powell, R. A., Mwangi-Powell, F., Downing, J., Gikaara, N., 

Munene, G., Higginson, I. J., & Harding, R. (2013). ‘My dreams are shuttered down and it 

hurts lots’–a qualitative study of palliative care needs and their management by HIV 

outpatient services in Kenya and Uganda. BMC Palliative Care, 12(1), 35. 

https://doi.org/10.1186/1472-684x-12-35 

Shiri, R., Metwally, A., Sallinen, M., Poyry, M., & Toppinen-Tanner, S. (2023). The role of 

continuing professional training or development in maintaining current employment: A 

systematic review. Healthcare, 11(21), 2900. https://doi.org/10.3390/healthcare11212900 

Snyder, C. R. (1995). Conceptualising, measuring, and nurturing hope. Journal of Counselling 

Development, 73, 355-360. https://doi.org/10.1002/j.1556-6676.1995.tb01764.x 

Stamm, B.H. (2010). The Concise ProQOL manual. https://proqol.org/proqol-manual. Accessed: 5 

November 2024 

Thomas, J., & Harden, A. (2008). Methods for the thematic synthesis of qualitative research in 

systematic reviews. BMC Medical Research Methodology, 8(1), 1-10. 

https://doi.org/10.1186/1471-2288-8-45 

Thorne, S., Jensen, L., Kearney, M. H., Noblit, G., & Sandelowski, M. (2004). Qualitative 

metasynthesis: reflections on methodological orientation and ideological agenda. Qualitative 

Health Research, 14(10), 1342-1365. https://doi.org/10.1177/1049732304269888 

https://doi.org/10.1177/0969733019901225
https://doi.org/10.1186/s12909-016-0634-0
https://doi.org/10.1186/1472-684x-12-35
https://doi.org/10.3390/healthcare11212900
https://doi.org/10.1002/j.1556-6676.1995.tb01764.x
https://proqol.org/proqol-manual
https://doi.org/10.1186/1471-2288-8-45
https://doi.org/10.1177/1049732304269888


40 

Tong, A., Sainsbury, P., & Craig, J. (2007). Consolidated criteria for reporting qualitative research 

(COREQ): A 32-item checklist for interviews and focus groups. International Journal for 

Quality in Health Care, 19(6), 349-357. https://doi.org/10.1093/intqhc/mzm042 

Tong, A., Flemming, K., McInnes, E., Oliver, S., & Craig, J. (2012). Enhancing transparency in 

reporting the synthesis of qualitative research: ENTREQ. BMC Medical Research 

Methodology, 12(1), 1-8. https://doi.org/10.1186/1471-2288-12-181 

West, M. A. (2021). Compassionate Leadership (1st ed). Swirling Leaf Press. 

Zhang, Y. Y., Zhang. C., Han, X., Li, W., & Wang, Y. (2018). Determinants of compassion 

satisfaction, compassion fatigue and burn out in nursing. Medicine. (97)26. 

https://doi.org/10.1097/MD.0000000000011086 

https://doi.org/10.1093/intqhc/mzm042
https://doi.org/10.1186/1471-2288-12-181
https://doi.org/10.1097/MD.0000000000011086


41 

Appendices 

Appendix A 

Enhancing Transparency in Reporting the Synthesis of Qualitative Research (ENTREQ) Guidelines (Tong et al., 2012) 

No. Item Guide and Description Page 

Number 

1 Aim State the research question the synthesis addresses pp.5 

2 Synthesis 

methodology 

Identify the synthesis methodology or theoretical framework which underpins the synthesis and describe the 

rationale for choice of methodology (e.g., meta-ethnography, thematic synthesis, critical interpretive synthesis, 

grounded theory synthesis, realist synthesis, meta-aggregation, meta-study, framework synthesis). 

pp.5,8,9 

3 Approach to 

searching 

Indicate whether the search was pre-planned (comprehensive search strategies to seek all available studies) or 

iterative (to seek all available concepts until they theoretical saturation is achieved). 

pp.5 

4 Inclusion 

criteria 

Specify the inclusion/exclusion criteria (e.g., in terms of population, language, year limits, type of publication, study 

type). 

pp.7 

5 Data sources Describe the information sources used (e.g., electronic databases (MEDLINE, EMBASE, CINAHL, psycINFO, 

Econlit), grey literature databases (digital thesis, policy reports), relevant organisational websites, experts, 

information specialists, generic web searches (Google Scholar) hand searching, reference lists) and when the 

searches conducted; provide the rationale for using the data sources. 

pp.5,6 

6 Electronic 

search 

strategy 

Describe the literature search (e.g., provide electronic search strategies with population terms, clinical or health 

topic terms, experiential or social phenomena related terms, filters for qualitative research, and search limits). 

pp.6 

7 Study 

screening 

methods 

Describe the process of study screening and sifting (e.g., title, abstract and full text review, number of independent 

reviewers who screened studies). 

pp.7,10 

8 Study 

characteristics 

Present the characteristics of the included studies (e.g., year of publication, country, population, number of 

participants, data collection, methodology, analysis, research questions). 

pp.10-14 

9 Study 

selection 

results 

Identify the number of studies screened and provide reasons for study exclusion (e.g., for comprehensive searching, 

provide numbers of studies screened and reasons for exclusion indicated in a figure/flowchart; for iterative searching 

describe reasons for study exclusion and inclusion based on modifications t the research question and/or contribution 

to theory development). 

pp.7,10 
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10 Rationale for 

appraisal 

Describe the rationale and approach used to appraise the included studies or selected findings (e.g. assessment of 

conduct (validity and robustness), assessment of reporting (transparency), assessment of content and utility of the 

findings). 

pp.5,8 

11 Appraisal 

items 

State the tools, frameworks and criteria used to appraise the studies or selected findings (e.g. Existing tools: CASP, 

QARI, COREQ, Mays and Pope [25]; reviewer developed tools; describe the domains assessed: research team, 

study design, data analysis and interpretations, reporting). 

pp.8 

12 Appraisal 

process 

Indicate whether the appraisal was conducted independently by more than one reviewer and if consensus was 

required. 

pp.8 

13 Appraisal 

results 

Present results of the quality assessment and indicate which articles, if any, were weighted/excluded based on the 

assessment and give the rationale. 

pp.12-15 

 

14 Data 

extraction 

Indicate which sections of the primary studies were analysed and how were the data extracted from the primary 

studies? (e.g. all text under the headings “results /conclusions” were extracted electronically and entered into a 

computer software). 

pp.7 

15 Software State the computer software used, if any. pp.7 

 

16 Number of 

reviewers 

Identify who was involved in coding and analysis. pp.9 

17 Coding Describe the process for coding of data (e.g. line by line coding to search for concepts) pp.9, 

Appendix 

C, D 

 

18 Study 

comparison 

Describe how were comparisons made within and across studies (e.g. subsequent studies were coded into pre-

existing concepts, and new concepts were created when deemed necessary). 

pp.9 

19 Derivation of 

themes 

Explain whether the process of deriving the themes or constructs was inductive or deductive. pp.9 

20 Quotations Provide quotations from the primary studies to illustrate themes/constructs, and identify whether the quotations 

were participant quotations of the author’s interpretation 

pp.16-24, 

Appendix 

G 

21 Synthesis 

output 

Present rich, compelling and useful results that go beyond a summary of the primary studies (e.g. new 

interpretation, models of evidence, conceptual models, analytical framework, development of a new theory or 

construct). 

pp.15-28 
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Appendix B 

Adapted CASP Qualitative Research Checklist (Long et al., 2020) 

  



44 

Appendix C 

Initial Coding Example
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Appendix D 

Example of Theme Development 
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Appendix E 

Reflective Commentary Excerpt 

Reading the papers discussing balancing the many demands which come with being a HCP in MND 

services is making me feel overwhelmed just to hear about. Working in such a complex, chaotic 

setting… having to manage your own emotional wellbeing, and that of your patients, is difficult 

enough, but hearing about the consideration and collaboration necessary to also take care of 

yourself, the patient, their family or caregivers…it really does sound tiring, overwhelming, and 

difficult to manage everything. 

I’m really interested in the literature documenting what staff find contributes positively to their 

wellbeing in the workplace. I feel passionate about compassionate leadership, and noticing the 

thread of support which participants are mentioning I think is interesting with that in mind. Needing 

support in order to give support to others? Sort of fill your own cup first…which must feel 

incredibly difficult when working within this setting. I’m finding myself reflecting on the elements 

impacting how staff can support themselves, and how this might link in with compassionate 

leadership. The value of relationships, colleague support, training and the right workplace 

conditions do all seem reminiscent of compassionate leadership. I’m wondering about this linking 

in with the literature around compassion satisfaction perhaps being part of the antidote to 

compassion fatigue / burnout?  Which is easier said than done – I certainly think that systemic 

elements can help or hinder looking after your own wellbeing.
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Appendix F 

Quality Appraisal Results 

 
a Long et al. (2020) added question: are the study’s theoretical underpinnings (e.g. ontological and epistemological assumptions; guiding theoretical framework(s)) clear, consistent and conceptually coherent?  

Note. The researcher implemented a scoring template. Scoring strategy: ‘No’ = 0, ‘Can’t tell’ = 0, ‘Yes’ = 1. Total score ratings: <3 = poor quality; 4-6 = moderate quality; 7-11 = high quality 
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Value of research 
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Anestis et al. 

(2022) 

Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Findings discussed in relation to previous research. 

Limitations discussed. Future research discussed. 

Clinical implications discussed.  

High 

Anestis et al. 

(2023) 

Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Findings discussed in relation to previous research. 

Limitations discussed. Future research discussed. 

Clinical implications discussed. 

High 

Beyermann 

et al. (2023) 

Yes Yes Yes No Yes Yes No Yes Yes Yes Findings discussed in relation to previous research. 

Limitations discussed. No recommendations for future 

research discussed. Clinical implications discussed. 

High 

Cox et al. 

(2024) 

Yes Yes Yes Yes Yes Yes Can’t tell Yes Yes Yes Findings discussed in relation to previous research. 

Limitations discussed. Recommendations for future 

research not discussed. Clinical implications discussed. 

Author referenced a reflexive journal, however not 

available in main text, and no reference of author’s 

position in main body. 

High 

Gamskjaer et 

al. (2022) 

Yes Yes Yes Yes Yes Yes No Yes Yes Yes Findings discussed in relation to previous research. 

Limitations discussed. Recommendations for future 

research not discussed. Clinical implications discussed. 

No acknowledgement of reflexivity. 

High 
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Lerum et al. 

(2017) 

Yes Yes Can’t Tell No Yes Yes No Yes Can’t Tell Yes Findings discussed in relation to previous research. 

Limitations briefly discussed. Future research 

discussed. Clinical implications not discussed. Vague 

design and data analysis description. No reflexivity 

statement.  

Moderate 

Olesen et al. 

(2022) 

Yes Yes Yes Yes Yes Yes No 

 

Yes Yes Yes Findings discussed in relation to previous research. 

Limitations discussed. Future research discussed. 

Clinical implications discussed. No reflexivity 

statement. 

High 
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Appendix G 

Additional Supporting Quotations by Theme 

Theme Subtheme Additional Supporting Quotes 

Intensity of 

Work 

Emotionally 

Taxing 

“Bearing the brunt of patients’ annoyance and irritation”, “let off steam”, “angry”, “mistrustful”, “dissatisfied” 

(Anestis et al., 2022) 

 

“If they’re really devastated, you can’t manage it…you’ve just got to let them get on with it” (Anestis et al., 

2023) 

 

“There’s always a moment, just before you say the name of the disease, where you feel terribly responsible. Like 

you’ve done it to them, that you’ve given it to them…that’s very sad” (Anestis et al., 2023) 

 

“You can see the bottom drop out of somebody’s life in front of you…that’s not nice” (Anestis et al., 2023) 

 

“Afterwards, I find it incredibly draining…I always feel completely exhausted…I replay the consultation in my 

head” (Anestis et al., 2023) 

 

“It’s impossible not to become emotional sometimes…it’s hard to get your brain back on track” (Anestis et al., 

2023) 

 

“You’re only human and you get affected” (Anestis et al., 2023) 

 

“I probably manage by emotions by going a bit numb…I’m watching myself give bad news, rather than giving 

bad news…so you don’t cry badly, you can look empathetic…but the only way to not feel that upset when people 

are upset is to do this sort of…technique” (Anestis et al., 2023) 

 

“Whenever you break bad news, it…reminds you of all the others…and of your own fragility. It is existential 

angst” (Anestis et al., 2023) 

 

“There are no words I can say to take this away” (Beyermann et al., 2023) 
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“I said…I’ll be back in an hour…I went to the car and cried and felt like I can’t handle it” (Beyermann et al., 

2023) 

 

“You do develop some sort of immunity to the emotional impact” (Cox et al., 2024) 

 

“It was one of the most traumatic things I have ever done” (Cox et al., 2024) 

 

“The experience and responsibility isn’t just a privilege. It’s a burden as well…I feel emotionally and physically 

tired” (Cox et al., 2024) 

 

“Allowing them to bed sad and think that life is really unfair…you make room for those feelings” (Gamskjaer et 

al., 2022) 

 

“It can often be emotional to be a part of, because there is so much frustration and powerlessness” (Gamskjaer et 

al., 2022) 

 

 Challenging, 

Complex and 

Unpredictable 

“You do have a bit of a mess, if you like, rather than it being straightforward” (Anestis et al., 2022) 

 

“I’ve been in that position, I’ve been the one who has to say, there is no magic pill” (Anestis et al., 2022) 

 

“I’m having conversations around advanced care planning, end of life decisions…about death and dying…it is 

difficult” (Anestis et al., 2022) 

 

“It’s knowing how to do it right, that’s the most challenging. How do you give terrible news to somebody in a 

way that allows them to absorb the information without shutting down emotionally and without it being a 

challenging experience?” (Anestis et al., 2023) 

 

“It’s like punching someone so hard but you have to do it very gently…”, “Soften the blow” (Anestis et al., 2023) 

 

“The concentration is immense” (Cox et al., 2024) 

 

“It’s like stretching a rubber band…you stretch it a little, and a little more, and a little more…it is amazing how 

long that rubber band can get before it breaks” (Lerum et al., 2017) 
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“When you have changed so radically that you become physically and verbally aggressive or without inhibitions. 

And you lose your understanding of the disease and try to stand up, and become scared of everyone around you 

because they don’t help you. It’s really difficult. These are the biggest challenges I face” (Olesen, 2022) 

 

“I feel most challenged where I can see that the patient is simply getting worse and worse and the caregivers in 

the family won’t acknowledge it. You see the grief in the person’s eyes due to being so fatally ill, and the spouse 

doesn’t understand that the person has become this ill or refuses to accept it . . . I think that is so terrible to 

witness” (Olesen, 2022) 

 

  “There is a lot of discussion around prognosis – how long will I be able to do this? What happens if I’m no longer 

able to do that? Will I be able to stay in work…see my children grow up?” (Anestis et al., 2022) 

 

“You can’t necessarily reassure them that it won’t, we can’t guarantee that…it won’t get worse” (Anestis et al., 

2022) 

 

“When somebody has quite a violent response to a diagnosis…that can be quite surprising for you and that’s 

awful” (Anestis et al., 2023) 

 

“This is a frustration, this is chaos” (Beyermann et al., 2023) 

 

 

“Sometimes I was actually a bit afraid of her…she could swing incredibly quickly from being happy…and 

thinking you’re the most competent person you’ve ever met, to bringing you down in three seconds where you 

felt like the most incompetent person on earth” (Beyermann et al., 2023) 

 

“The sweater gets caught in there wheelchair, he bends forward, then loses his breath…then things did not 

happen quickly enough, and he starts to cry, and his wife starts to cry, and then the poor [HCP] is left with a very 

unpleasant situation” (Lerum et al., 2017) 

 

“It requires a high level of skill and you have to feel confident… If there is much uncertainty and insecurity then 

it does not work out…then it turns into chaos” (Lerum et al., 2017) 
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Power and 

Responsibility 

Managing Hope “That was a difficult conversation to have, ‘cause obviously I couldn’t say well you can’t do that, but saying…oh 

that might be tricky, would they have any more sort of admin type work?” (Anestis et al., 2022) 

 

“I try to encourage them to have a realistic mindset…at the same time you don’t want to destroy someone’s 

hope…I think it’s quite a fine line” (Anestis et al., 2022)  

 

“No, I don’t give any hope in MND. I think it’s unfair, because then they’d have an unrealistic expectation. I 

don’t take away hope, but I don’t give false hope” (Anestis et al., 2023) 

 

“We get so affected by it because it is so hopeless, and the hopelessness . . . it becomes such a heavy burden to 

carry” (Olesen, 2022) 

 

“It can often be emotional to be a part of, because there is so much frustration and powerlessness” (Gamskjaer et 

al., 2022) 

 

“I’ve been in that position, I’ve been the one who has to say, there is no magic pill” (Anestis et al., 2022) 

 

“It’s important that we are transparent with patients and not give them false hope” (Anestis et al., 2022) 

 

 

 Balancing Act “When you’ve been out there listening to how difficult it is for [patients] and talk about death and how they’re 

going to die…it’s just a bit difficult to come home and sit down and have a nice family dinner” (Gamskjaer et al., 

2022) 

 

  “I feel my energy is being drained when I’m at a multi-disciplinary meeting [with external collaborators] …I’m 

trying with all my presence to show that we need to be aware of this family, and then some rigid health 

professionals…just sit there and stare into their papers the whole time” “We have huge influence. We sit down 

together and decide who is best for the job…based on time and needs. The influence we have over our own work 

life: that means a lot in being enthusiastic about your job” (Gamskjaer et al., 2022) 

 

“We try to collaborate with them [other healthcare institutions]” (Lerum et al., 2017) 

 

“When you have these collaborative meetings where both patient and caregivers are present, and you represent a 

professional skill, that it can calm down these families, because then they know that everyone has heard the same 
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thing. And if there is a relative who is so frustrated and would like to split the professionals, then you can say, 

‘Well, at the meeting where we were all present, so and so and so” (Olesen, 2022) 

 

“Their partner might be wanting loads of information about how to manage…the patient might be like ‘I don’t 

even want to know’…you get these two levels of conversations happening which can be difficult to manage” 

(Anestis et al., 2022) 

 

“It’s about reframing, isn’t it? Inevitably it’s sad…people will die. But it’s about making sure they were able to 

go on that family holiday…go to that wedding…what can we put in place to make that happen?” (Anestis et al., 

2022) 

 

 Empowering 

Patients 

“It’s about reframing, isn’t it? Inevitably it’s sad…people will die. But it’s about making sure they were able to 

go on that family holiday…go to that wedding…what can we put in place to make that happen?” (Anestis et al., 

2022) 

 

“The patient had chosen the location, in their own home, and died with their family around them” (Cox et al., 

2024) 

 

“They had a beautiful death. They died with dignity and calmly…it is a privilege to allow a patient to have a 

beautiful death” (Cox et al., 2024) 

 

“I feel [what] we [have] also got to do is give people, empower people to self-manage. […] I say that with good 

management that comes from both the healthcare professional and the patient who needs to take some 

responsibility, we can, we can preserve a good quality of life” (Anestis et al., 2022). 

Protective 

Factors 

Right 

Conditions 

“I don’t just get tasks assigned to me, I also have responsibility” (Gamskjaer et al., 2022) 

 

“To be able to shape my own working instead of going to work and having other people set the boundaries” 

(Gamskjaer et al., 2022) 

 

“We have huge influence. We sit down together and decide who is best for the job…based on time and needs. 

The influence we have over our own work life: that means a lot in being enthusiastic about your job” (Gamskjaer 

et al., 2022) 
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“For us it is a workplace that must be able to function as such, and for them it is a home and must be able to 

function as such as well, so I sometimes have to compromise, and sometimes they have to be able to 

compromise” (Olesen, 2022) 

 

 Knowledge and 

Communication 

“They had that many questions and they just wanted to know and to share information” (Anestis et al., 2022) 

 

“We need to be honest with them, make sure they are informed” (Anestis et al., 2022) 

 

“Patients can’t know what they don’t know. You can’t take away knowledge once it’s given…you can’t protect 

people from an outcome that may happen…only providing it when it needs to be delivered” (Anestis et al., 2023) 

 

“There’s also information, that you inform the family about…the challenge is that you bring information all the 

time and preferably as clearly as possible” (Beyermann et al., 2023) 

 

“I think communication is absolutely key…where communication failed, everything else failed around it” (Cox et 

al., 2024) 

 

“Clearly it is too much information to handle all at once…it’s something about taking it one step at a time” 

(Lerum et al., 2017) 

 

 

 Positive 

Relationships 

“I went away thinking…I’ve done the wrong thing really…because it stifled my relationship with her” (Anestis et 

al., 2022) 

 

“You try to talk socially about other issues too…talk a little as a person with a person, not just as a nurse” 

(Beyermann et al., 2023) 

 

“I am talking to a colleague, I had to call and vent…I calm down and I can talk to my colleague, then pick up this 

thread again” (Beyermann et al., 2023) 

 

“Sometimes relationships with…this cohort of patient are so long-standing and…so complicated. The 

professionals become more akin to a version oof family…there’s an extended MDT family- it is important to care 

for and nurture” (Cox et al., 2024) 
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“The teamwork was really positive…something really lovely about it. I felt connected…there is a kind of bond 

because of that shared experience, and I think that’s a really positive experience” (Cox et al., 2024) 

 

“We can talk to each other about what didn’t go as planned…what went well…that means a lot in our field of 

work” “We have huge influence. We sit down together and decide who is best for the job…based on time and 

needs. The influence we have over our own work life: that means a lot in being enthusiastic about your job” 

(Gamskjaer et al., 2022) 

 

“Just the fact I can share. My colleagues don’t need to say much, just the fact that I can get rid of my heavy 

thoughts…that’s a great help and really important that we have opportunity to do that” (Gamskjaer et al., 2022) 

 

“If something is tremendously difficult…I can lean on my colleagues” (Gamskjaer et al., 2022) 

 

“Never any talk, never sitting down and sharing a cup of coffee…there is very little of that generally in the 

services…maybe they have realised we don’t have the time” (Lerum et al., 2017) 

 

“But it is also important that we sometimes open up a little and allow something personal into it [the 

relationship], because otherwise the person you face can’t relate to you if you are too professional, then you have 

to open up for some things and bring something personal into them” (Olesen, 2022) 

 

“That’s where the collaboration works really well with caregivers and with the home care, that’s a good support, 

indeed! Then you experience that, yes, that there is a unified whole and we share common ground, and we can 

see that we can do this together. We can deliver good support and care for the family, despite all things.” (Olesen, 

2022) 

 

 Privilege, Pride, 

and Reward 

“It is a privilege to allow a patient to have a beautiful death” (Cox et al., 2024) 

 

  “Lucky and privileged” (Anestis et al., 2022) 

 

“I feel that…if it’s done properly, it can help the patient…I think if I have enough experience…understanding 

and empathy that I do it well, and it’s not easy…but I like to think if I’ve done it well, it can help the patient” 

(Anestis et al., 2022) 
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“It is a privilege to allow a patient to have a beautiful death” (Cox et al., 2024) 

 

“I felt really proud…one of the things I’ve felt most proud of in my career. The experience empowered me, and 

increased my confidence…that real sense of self-worth, and professional worth” (Cox et al., 2024) 

 

“That sense of being part of something that was very significant and emotional stayed with me” (Cox et al., 2024) 

 

“You get so much in return…you actually feel the appreciation or gratitude coming from patients or relatives” 

(Gamskjaer et al., 2022) 

 

“I’ve built up a specialist knowledge that not many other people have…makes me an important person…I 

become more motivated” (Gamskjaer et al., 2022) 

 

“I strive for something that gives me something in return” (Gamskjaer et al., 2022) 

 

“We have huge influence. We sit down together and decide who is best for the job…based on time and needs. 

The influence we have over our own work life: that means a lot in being enthusiastic about your job” (Gamskjaer 

et al., 2022) 

 

“We have used up, emptied [area]. If you ask someone in the home-based services if they would like to work 

there, they respond ‘I would rather quit’” (Lerum et al., 2017) 
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Section Two: Empirical Study 

 

 

 

Chaos and Control: Exploring the Role of Clinical Psychology within a Multi-Disciplinary 

Team in the Context of Motor Neurone Disease: A Thematic Analysis 
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Abstract 

Objectives: There is growing evidence of the psychological impact of motor neurone disease 

(MND), yet limited research into how professionals can meet the psychological needs of people 

living with MND (plwMND). This study explored National Health Service (NHS) staff members’ 

perspectives of direct and indirect integrated psychology support within an MND multi-disciplinary 

team (MDT). 

Design and Method: Thematic Analysis (TA) was used to investigate the experiences of clinicians 

within an MND MDT with integrated psychology. Eight clinicians working within non-psychology 

disciplines participated in semi-structured interviews. 

Results: Four themes were identified: ‘Limited Resource’, ‘Chaos and Control’, ‘Staff 

Psychological Containment’ and ‘Value of Psychology to Service-users’. Theory and practice links 

were made between MND services and the value of compassionate leadership (CL). Benefits of CL 

were highlighted on staff, organisational, and patient levels. 

Conclusion: The chaos, complexities, and desire for control within MND services was experienced 

as a parallel process between patients and clinicians. Psychology support was deemed essential and 

necessary to provide good-quality patient care, yet clinicians felt frustrated at the lack of both 

funding and staffing for psychology as a discipline, and for MND services generally. Clinicians 

shared a sense of psychology not being as equally prioritised as other MDT disciplines. Barriers to 

accessing psychology were highlighted, alongside the benefits and value of MND-specific 

psychology. 
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Practitioner Points 

• Integrated psychology is needed within MDTs when setting up MND services. Psychology 

provision should be equally valued as other core roles. 

• Psychological staff support is of equal importance as psychological support for patients 

within MND services.  

• MND clinicians should be aware of the emotive impact and challenging nature associated 

with their service and take measures to support with this to avoid burnout and compassion 

fatigue. 

• Psychology provision requires a commitment to supporting staff with the emotive nature 

and cognitive demands of working within MND services. 

• MND services would benefit from implementing compassionate leadership approaches. 

 

Keywords 

Motor Neurone Disease, Motor Neuron Disease, Psychologically Informed Care, Qualitative 

Research, Thematic Analysis 
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Introduction 

 Motor neurone disease (MND) is a fatal, rapidly progressing disease affecting the brain and 

spinal cord (MND Association [MNDA], 2021). There is currently no cure for MND. Health and 

social care professionals focus on supporting people living with MND (plwMND) to manage 

symptoms and live as well as possible with their condition; they also often indirectly support MND 

carers. 

PlwMND experience significant changes in their physical function, communication, 

thinking and behaviour, alongside a loss of independence (MNDA, 2021). These factors are likely 

to negatively impact a person’s emotional and psychological wellbeing (Glennie et al., 2021; Pinto 

et al., 2021). 

There is growing evidence of the broader psychological impact of MND, yet very limited 

research focused on the specific psychological needs of plwMND and how professionals can best 

meet them. Existing research in the area demonstrates that the loss of physical function, challenge 

of keeping up with ‘constant changes’, and a threatened future due to poor prognosis leads to 

emotional distress (Pinto et al., 2021). The COMMEND project (MNDA) highlighted that 62% of 

people diagnosed with MND experience anxiety or depression, but do not routinely get help to deal 

with the mental health impact of the disease. Likewise, plwMND have described feeling 

‘unsupported by the healthcare system’ which reportedly increased emotional distress (Pinto et al., 

2021). Pinto’s (2021) findings indicate that ‘hope and positivity, exerting some control, being 

kinder to oneself and experiencing support from others’ were key strategies which plwMND would 

find helpful in promoting emotional well-being; additionally, these are all key areas of focus within 

psychological interventions (National Institute of Clinical Excellence; 2019). 

Woods (2019) conducted research into MDT perspectives of psychology within a 

psychiatric inpatient setting, finding that psychology was seen as a ‘valuable role’, but staff 

understanding of what psychology could offer was limited. Woods (2019) found that psychology 

was ‘valued, but not a first-line treatment’. Suggested recommendations from Woods’s (2019) 
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research encourage psychologists to ‘better integrate’ their role within an MDT, and to clarify what 

an MDT would find most useful in terms of both psychological treatments for clients and staff 

training. These recommendations informed the interview schedule to sufficiently explore clinicians’ 

understanding and value of integrated psychology, and desire for psychological upskilling, within 

MND-specific MDTs. Woods’ research supports previous findings from Christofides et al (2012), 

which highlighted the importance of integrating clinical psychologists into the MDT to improve 

delivery of psychological support.  

Giebel et al. (2019) conducted a study investigating how educating multi-disciplinary teams 

(MDT’s) about the psychosocial wellbeing of plwMND could change approaches to working with 

plwMND. This study utilised semi-structured interviews with MDT staff before and after attending 

a workshop on the quality of life in plwMND, alongside a 2-month follow-up interview. Findings 

indicated that staff showed increased awareness of the topic and identified barriers to 

communication in staff working within MND. Clinical implications included: collaborative 

working, raising awareness of psychological and emotional issues in MND, and exploring service 

access barriers. 

The MNDA (2021) emphasises professionals working with plwMND adopting a ‘palliative 

care approach’, acknowledging that plwMND have ‘particularly complex care and support needs, 

especially towards the end of life’. Additionally, Cramond et al. (2020) stated that compassion 

fatigue is ‘inconsistent’ for staff working in palliative care, and that professionals should be 

‘supported to reflect on their experiences of compassion and resilience’, and that ‘services should 

provide resources that facilitate staff to maintain their wellbeing’ particularly as physician burnout 

has been linked to ‘suboptimal patient care’ (De Hert, 2020). 

Based on the existing literature, it seems clear that plwMND have significant psychological 

needs, and clinicians supporting plwMND may require support to meet these needs. Further, MDT 

clinical psychology could help to support clinicians and plwMND, leading to improved care, 

support, and wellbeing – further research is required to explore this. The current study aims to 
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explore clinicians’ experiences of supporting plwMND, and perspectives surrounding integrated 

psychology. More specifically, it seeks to explore psychological needs, and the role and impact of 

psychology. Thematic Analysis (TA; Braun & Clarke, 2006; 2019) will be utilised.  
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Method 

Design 

TA is widely used to identify, analyse and report themes within qualitative data, organizing 

and describing data in rich detail (Braun & Clarke, 2006). TA usefully summarises key features of a 

dataset allowing for both social and psychological interpretations of data, making it well-suited for 

policy-development and guiding healthcare practice (Braun & Clarke, 2006). 

TA is more aligned with meeting the research aims than other methods; for example, 

Interpretative Phenomenological Analysis prioritises a focus on individuals’ unique characteristics 

over establishing patterns and themes within a largely heterogeneous group (Smith et al., 2009; 

Braun & Clark, 2020), and Grounded Theory and Framework Analysis allow greater room for 

researcher-induced bias (Saunders et al., 2012). 

Inductive (as opposed to theoretical) thematic analysis was utilised to guard against  

the researcher’s topic interest influencing the identified themes. Data was coded without attempting 

to fit a pre-existing framework or researcher preconceptions, allowing the analysis and emergent 

themes to be data-driven (Braun & Clark, 2006). Data was analysed at a semantic level; organised 

to demonstrate patterns in semantic content, then interpreted to theorise the significance, broader 

meanings and implications of these patterns (Braun & Clark, 2006; Patton, 1990).  

Ethics 

Ethical approval was obtained via the University of Sheffield (UoS) Research Ethics  

Approval system (Appendix A) and the Health Research Association (Appendix B). 

Participants 

Convenience sampling was utilised to recruit eight clinicians with a range of experience and 

expertise from four UK-wide NHS trusts. Participants were recruited if they met inclusion criteria 

(Table 1). Relevant demographic information was collected (Table 2). Clinical roles included nurse, 

occupational therapist, care-coordinator, dietician, neurologist and physiotherapist. Current role 

experience ranged from 1-6 years, and experience working with plwMND ranged from 6-23 years. 
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Table 1 

Inclusion and Exclusion Criteria  

Inclusion Criteria Exclusion Criteria 

NHS Clinicians 

18+ years old 

 

Based in the UK 

 

Employed in a non-psychology discipline and 

providing care for people living with  

MND within an NHS setting 

 

Working within an MND MDT where there is 

(or has recently been) a clinical  

psychologist integrated in the MND team, 

within the last 24 months 

Employment is/was in a psychology role 

 

Working/worked in a service that is either not 

focused on MND or where there is not  

a clinical psychologist integrated within the 

MND team 

 

 

Not fluent in English 
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Table 2 

Demographic Information 

Occupation4 Time in team 

(years) 

Time 

working 

with 

plwMND 

(years) 

Setting 

(inpatient/outpatient/community) 

Nurse 2 11 Inpatient and Community 

Dietician 2.5 23 Outpatient 

Neurologist 4 12 Inpatient and Outpatient 

Care-coordinator 2 12 Inpatient and Outpatient 

Occupational Therapist 2 18 Outpatient and Community 

Physiotherapist 6 6 Inpatient, Community and Outpatient 

Occupational Therapist 1 10 Outpatient 

Nurse Consultant 23 23 Outpatient 

P: Participant; plwMND: People living with motor neurone disease 

      

Braun and Clarke (2019) suggest a sample size of 10 participants for doctoral-level thematic 

analysis. Whilst it is generally agreed that ‘there are no rules for sample size in qualitative inquiry’ 

(Patton, 2002: 244), and considering the recent critique of the concept of ‘saturation’ being 

‘inconsistently applied’ when determining sample size in qualitative research (Braun & Clarke, 

2021), this study was guided by recommendations for doctoral-level research, and the concept of 

‘information power’ (Malterud et al., 2016).  

Malterud et al. (2016) proposed a five-step model examining (a) study aims, (b) sample 

specificity, (c) use of established theory, (d) quality of dialogue, and (e) analysis strategy, to ‘guide 

adequate sample size’ within qualitative projects. The research aims were deliberately broad, yet the 

sampling method deliberately specific; there was some established theory, yet a desire to refrain 

from influencing emergent data; the researcher has previous experience of conducting interviews, 

yet no experience within MND. These factors led to a proposed sample size of 12 participants to 

ensure sufficient relevant data was collected. However, Braun and Clarke (2021) note that 

judgements about how much data collection is enough ‘cannot be wholly determined in advance of 

 
4 Participants are not linked to demographic data to further preserve anonymity 
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analysis’; Malterud et al (2016) agree, stating that ‘whilst an initial approximation of sample size is 

necessary for planning, the adequacy of the final sample size must be evaluated continuously during 

the research process’, concluding that the interpretation of data, and final results, will ultimately 

demonstrate whether the sample size did hold adequate information power to ‘develop new 

knowledge’ regarding the research aims. Recruitment issues led to eight participants being 

recruited. 

Materials 

Interview Schedule 

A semi-structured interview schedule (Appendix C) was collaboratively created with the 

researcher’s supervisors, considering the research aims and a previously established interview 

schedule (Woods, 2019). 

Service User Consultation 

Clinicians within an MND research team provided feedback on the content, phrasing, and 

structure of questions in the interview schedule, and amendments made. (see Appendix D for an 

audit of changes).  

Procedure 

A poster (Appendix E) and information sheet (Appendix F) were distributed via email to 

identified points of contact to each team., Additionally, the poster was advertised via social media 

by the researcher and the MNDA.  

Interested clinicians contacted the researcher via email and received a copy of the 

information sheet and consent form (Appendix G), which were returned signed prior to arranging 

interviews. 

Online interviews occurred between 19th March and 25th September 2024. At the beginning 

of each interview, confidentiality limits were discussed, the research aims explained and consent re-

established. Interviews were recorded via MS Teams audio. Interviews lasted between 43-68 

minutes (mean = 55). Post-interview debriefs took place to ascertain wellbeing, explain next steps, 
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and reiterate the withdrawal time limit. Interviews were transcribed verbatim, adhering to standard 

guidelines. 

Interview recordings and transcriptions were password-protected and shared via a secure 

drive between the researcher and the transcriber and deleted once completed. Data was stored 

electronically on a secure Google drive, accessed only by the researchers. Data contained no 

identifying information outside of consent forms, which were stored in an encrypted, password-

protected folder and deleted after two weeks. Password-protected files were named ‘Participant 1, 

2’ et cetera. 

Reflexivity 

Braun & Clarke (2019) describe reflexive TA as ‘a reflection of the researcher’s interpretive 

analysis of data conducted at the intersection of: (1) the dataset; (2) theoretical assumptions of the 

analysis, and (3) the analytical skills/resources of the researcher’. Reflexive TA researchers are 

discouraged from pursuing consensus amongst multiple-coders (Byrne, 2021); within this approach, 

it is not expected that any two researchers would necessarily produce the same codes, preferring to 

focus on ‘the researcher’s reflective and thoughtful engagement with data and reflexive, thoughtful 

engagement with the analytic process” (Braun and Clarke 2019, p. 594).  

Acknowledging the values, attitudes and beliefs of the researcher, alongside the potential 

impact of such on the research, is essential within qualitative research (Berger, 2013; Dodgson, 

2019). To maintain awareness of biases, the researcher kept a reflexivity log throughout, noting any 

preconceptions or personal influences in data interpretation (Appendix H). The author identifies as a 

white British woman with no personal or professional experience within MND, but with prior 

experience in conducting interviews and TA. A full reflective statement is presented in Appendix I. 

Analysis 

Data was analysed using by Braun and Clarke’s (2006; Appendix J) six steps. Firstly, transcripts 

were read alongside the audio recordings, to check accuracy and consider context. Meanwhile, 

familiarisation notes (Appendix K) were made to highlight points of interest and patterns in the text. 
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Line-by-line annotation was then conducted, noting semantic meaning, conceptual and linguistic 

data elements, and assigning codes. Coding occurred multiple times in multiple orders, developing 

and modifying codes appropriately. Codes were reviewed for similarities and contrast; areas of 

interest or significance generated preliminary themes, which were diagrammatically mapped 

(Appendix L). Themes were reviewed, utilising supervision to discuss amongst the researchers, 

allowing definition, refinement and naming of themes. Finally, a narrative was created to describe 

the analysis and theme development, furthering refinement. Whilst Braun and Clarke’s (2006) steps 

are presented linearly, analysis is a fluid process; thus, the researcher iterated between phases as 

needed. 

Quality and Rigour  

The researcher endeavoured to provide as much structure as possible through utilising the 

validated six TA steps (Braun & Clarke, 2006; Appendix J). Additionally, Yardley’s (2000; 2008) 

four principles for assessing the quality of qualitative research (Table 3) were upheld throughout the 

study, alongside considering Braun and Clarke’s (2021) evaluative tool for reflexive TA quality 

(Appendix M) to enable quality control and independent review of the process. Furthermore, a 

documentation and data audit trail were maintained throughout.  
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Table 3 

Quality Control 

Guideline Study Application 

Sensitivity to context The researcher recognised and reflected on their position, 

assumptions, thoughts and biases through a reflexive log 

(Appendix H). 

 

Relevant participant demographic data helped to situate 

findings, whilst protecting anonymity. The researcher 

remained aware of the specific emotional impact on clinicians 

who may have discussed distressing or provocative events 

(e.g., debrief and wellbeing checks). 

 

Commitment and rigour Verbatim extracts are included within the results, alongside 

clear documentation of themes to facilitate understanding of 

interpretations 

An audit trail for all documents was kept throughout the entire 

process to enable high-standard rigour. 

 

Transparency and coherence Analysis methods are presented, alongside the progression 

from themes to subthemes (Appendix L). 

 

A clear, concise summary of findings is presented within the 

results section, alongside a table of themes. 

 

Impact and importance Gaps within the literature are clearly identified and discussed, 

alongside the practical and clinical implications and potential 

facilitation of meaningful change within clinical services for 

plwMND and the clinicians supporting them. The 

aforementioned are furthermore reflected on within the 

discussion. 
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Results 

Reflexive thematic analysis identified four themes and 10 subthemes. Verbatim participant 

quotes are presented to illustrate themes; themes provide an interpretation of prominent discourse 

rather than a comprehensive narration of experiences. Table 4 presents themes and participant 

contributions alongside further supporting quotations in Appendix N.  
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Table 4 

Participant Contribution to Themes 

 P1 P2 P3 P4 P5 P6 P7 P8 

Limited resource √ √ √ √ √ √ √ √ 

Not contained √ √  √ √ √ √ √ 

Protective √ √ √ √ √ √ √ √ 

Chaos and control √ √ √ √ √ √ √ √ 

Uncertainty √ √ √ √ √ √ √ √ 

Diagnosis to death √ √ √ √ √ √ √ √ 

Emotive nature of work √ √ √ √ √  √ √ √ 

Staff psychological containment √ √ √ √ √ √ √ √ 

Psychological frame √ √ √ √ √ √ √ √ 

Confidence and ‘good enough’ care √ √ √ √  √  √ 

Psychological safety √ √ √ √ √ √ √ √ 

Value of psychology to service users √ √ √ √ √ √ √ √ 

Measuring impact √ √ √ √ √ √ √ √ 

Embedded psychological care √ √ √ √ √ √ √ √ 
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Limited Resource 

This theme encapsulates participants’ accounts of psychology being a limited resource, 

regarding time, funding, presence, availability and accessibility.  

Not Contained 

Participants discussed a lack of psychologists within MND services, influenced by the lack 

of funding, with psychology availability seen as an ideal. 

The best gold standard would be having a psychologist see someone whenever we felt that 

was needed…I accept this is the real world and it won’t happen…because the money’s not there,” 

(P2) 

Clinicians discussed not feeling prioritised regarding funding, commissioning, and 

acknowledging the value of psychology both within their service and MDT roles. Clinicians felt 

that psychology was less prioritised than other MND MDT disciplines and indicated frustration 

regarding this. 

“Psychology should come above, you know, you shouldn’t have a pecking order, but it 

should come above a lot of the core MDT that we already get, that you get in every single MND 

centre, but you don’t get psychologists, and I just don’t, I don’t get that.” (P2) 

Clinicians indicated that the feeling of not being a priority was reflected in patients as well 

as staff, suggesting cross-systemic similarities. 

“Patients were outraged when she left, there was no one to follow them up” (P4) 

Protective 

Every interviewee noted that their experience of MDT psychologists was of part-time 

employment, with most clinicians highlighting that this was not enough.  

“It’s tricky because funding…the majority of conversations I have are surrounding the 

psychologist not having capacity” (P7) 

Clinicians reported a sense of wanting to almost protect the psychologist from the influx of 

patients, which sometimes proved a barrier to referrals. 
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“If we bombarded them with every single person at every point then they would be 

overwhelmed, so there has to be an element of prioritisation” (P3) 

Interestingly, staff perceived the psychologists as willing to see patients and take on 

referrals, yet still voiced reluctance. 

“Our psychologist is incredibly open to referrals, there are no barriers there…I suppose 

I’m conscious of not wanting to completely overwhelm and swamp her” (P5) 

Chaos and Control  

Participants spoke about a sense of chaos and need for control, citing uncertainty, 

complexities, and a need for speed. There was a parallel between patient and clinician experiences. 

Uncertainty 

Clinicians discussed the many sudden and significant uncertainties and needs associated 

with MND that impacted on them, patients and the staff team.  

“With MND, nobody really knows timelines, how quick or slow that progression will be…we 

can’t promise anything, it feels very fragile, very chaotic because you can’t pin anything down, so 

people feel like they’re out of control with this condition, and that’s one of the main psychological 

things.” (P4) 

Most clinicians discussed the cognitive demand of their work, regarding staying updated 

with relevant policies and literature, managing emotional lability in patients, crisis management, 

and future planning. Staff cited the cognitive load impacting both inside and outside of work. 

“You’re dealing with crisis management, thinking about advanced care planning, 

guidelines, there’s a lot…going on in your head, in and outside of the consultation room that 

patients might not necessarily appreciate” (P3) 

Participants discussed finding psychology support helpful in managing this cognitive load, 

through joint-working, conversations, and sharing responsibilities. 
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“Having somebody there with you in clinic…I used to go home and want to lie in a 

darkened room, but now having somebody there with you…I don’t feel quite so head-spinning as I 

leave. You’ve shared, you’ve worked together and it’s a different feeling, it feels good” (P8)     

 “It does affect you mentally, so I find speaking to [the psychologist], there’s a lot of value 

in that for me” (P1)                               

Diagnosis to Death 

All clinicians discussed the nature of working with patients from ‘diagnosis to death’, a 

direct quote from several participants. This theme illustrates the intensity felt by staff in their work, 

in terms of uncertainty, short prognosis, and unpredictability. Clinicians talked about the nature of 

difficult conversations associated with this, including responses to diagnosis, and discussing death 

as an inevitability. 

“I think it’s an adjustment to being diagnosed with MND to feeling overwhelmed … and 

they’re thinking of all the different ways they’re going to die, (P4) 

Some participants noted feeling that death seemed taboo within their team, and worried 

about this impacting patient conversations. 

“Death, I think that could be a conversation that feels less taboo within the MDT, it trickles 

down to patients if that feels challenging as a team. We should be a team where that’s flowing off 

the tongue…the sticky taboo topic of when and how you’re gonna die” (P7) 

Most clinicians felt that psychology support was useful at the point of diagnosis, in terms of 

supporting patient acceptance and responses, and supporting staff to deliver the news.                                                                                  

Emotive Nature of Work 

Staff acknowledged the emotive nature of working with MND, regarding facing challenging 

patient behaviour associated with symptoms, delivering upsetting and life-changing news and 

managing emotional reactions. 

“We often have numerous phone calls with a number of people crying down the phone, 

screaming down the phone in anger that things aren’t being done quick enough” (P4) 
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Clinicians found the aspect of building a relationship with a patient knowing that they are 

dying, and facing the grief associated with losing patients, to impact them emotionally. 

“It’s a really emotive job, all the patients we see you know, unfortunately die, some within 

quite a short time frame, two years…that’s, you know, it’s hard when you meet a patient, and you 

know they’re gonna die” (P1) 

Clinicians discussed feeling that psychology had a role in supporting staff with the emotive 

nature of the work. 

“It’s helpful to share that kind of intensity [with a psychologist]…you see four people, one 

after the other after that huge emotional reaction…life-changing news, you’re trying to support 

them in that moment but you know it’s like, 45 minutes of that and then let’s do it again, and 

again…(P5) 

Staff Psychological Containment 

This theme encapsulates the psychological containment experienced by staff within the 

MDT. 

Psychological Frame 

Staff perceived psychology as an educational resource and a learning opportunity. Most 

clinicians felt like all disciplines required psychological training to meaningfully engage with and 

care for patients. 

“It should be expected that they complete some training around the psychological 

management of people with MND and how they can contribute outside of what the psychologist 

does” (P2) 

Clinicians highlighted an absence of psychological training in both their educational and 

clinical backgrounds and sought to change this. 

“I feel that’s the one thing missing in our education, a bit about psychology…in a job like 

this it’s really important” (P1) 
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All clinicians acknowledged the lack of funding and resourcing for psychology. Many 

suggested that upskilling staff and providing psychological education could bridge the gap in 

patient psychological provision. 

“The psychologist may only see that patient once, whereas if I’ve got tools and skills to 

deliver psychological care at a basic level then that’s very helpful” (P3) 

Clinicians discussed a key value of psychology staff facilitating staff to develop new 

perspectives and alternative thinking to staff both individually and within the MDT more broadly. 

“The value is in where it helps bring that level of detail, things we won’t have thought 

about. The psychologist guiding the MDT discussions is valuable because we can get very 

procedural-driven and forget the psychological impact of interventions or thinking about the 

future….” (P2) 

Clinicians described valuing a shared psychological understanding of patients, which helped 

them to better support patients. 

“Having the psychologist involved…enabling us to deal with situations and see how we can 

best support, better understand somebody and their behaviour, situation, and explain it to the 

family” (P8) 

Most interviewees discussed the need for transparency and communication around 

psychology patient input. Clinicians who had experienced positive examples of this found it useful 

for their learning and understanding of psychology and ensuring a ‘united approach’ to care. 

Conversely, yet similarly, clinicians who experienced restricted access to psychology, 

through being unable to view notes and letters for example, voiced frustration at ‘information 

gatekeeping’. They believed psychology had a responsibility to inform staff about psychological 

input, to promote efficient and effective MDT liaison and care. 

“We don’t have access to psychology notes…I can see what other disciplines have written 

but not psychology, we don’t have access to them. I can’t read the letters, I can’t learn from them 

(P1) 
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“They have a responsibility to share information with the MDT, make sure we’re aware of 

assessments, advice, not only that they’re giving to patients but what advice have they got for the 

MDT about how to incorporate it? Effective communication to the MDT is important” (P2) 

Confidence and ‘Good-Enough’ Care 

A key element of perceived value of MDT psychology input was that clinicians felt it had 

enhanced their confidence in various ways, such as feeling better-equipped to have difficult 

conversations with patients, implement boundaries, and work within the scope of their roles. One 

element was the sense of ‘permission-giving’. 

“You want to help people don’t you, the expectation on us is so high nowadays, we want to 

be giving more... She helped us create boundaries, gave us permission to have boundaries in place. 

Having support from psychology is massive. It’s a place where you can go for permission to grieve, 

talk and listen” (P4) 

Clinicians who had experienced training provided by MDT psychologists cited that the 

skills and knowledge helped to increase their confidence. 

“The psychologist provided us with training because none of us felt particularly confident to 

explore that area and the risk [suicide]…I felt more confident, obviously it was still difficult, but I 

felt able to explore that…I had slightly more skills and confidence” (P6) 

Another aspect cited by several clinicians was the concept of ‘good-enough care’; staff 

shared that through psychology support, they had been able to reframe their thinking, resulting in 

increased confidence and feelings of self-worth. 

“I felt like I wasn’t meeting his expectations all the time and she said that’s who he is, no 

matter what you do you’ll never actually meet them…that helped because I was getting stressed 

about, erm feeling like I wasn’t good enough …she helped me understand that and see‘okay, it’s not 

me, he’s angry because he’s been diagnosed with MND, it’s not aimed at you” (P1) 
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Psychological Safety 

“We forget about our own psychological needs… the impact on us…our psychologist is 

incredible at supporting the MDT to consider these…the psychological support creates a sense of 

safety” (P7) 

A key area of psychological input which all clinicians voiced having valued was around 

staff wellbeing. Clinicians across different teams experienced varied elements of psychological 

support, including group or peer supervision, reflective practice, 1:1 supervision, and informal 

conversations with the psychologist. The feeling amongst staff was having found a sense of 

containment and reassurance within these spaces, having valued the opportunity to talk with their 

colleagues, with the psychological oversight to facilitate conversations in an appropriate and 

meaningful way. 

“The psychologist would run the supervision, ask us how we had been doing… it was 

chance to really sit down and tell each other, led by her appropriately, how we were doing. …. …a 

role model who knows what they’re doing, the implications of blurred boundaries, going above and 

beyond, burnout, compassion fatigue, not looking after yourself and all that stuff. Just to reflect on 

what’s important… acknowledge and sit with the difficult emotions.” (P4) 

Clinicians reflected that they felt reassured and contained about patient wellbeing through 

psychological input such as risk assessment, which consequently led to increased feelings of 

wellbeing. 

“Managing that risk of the patient, psychologically, and having that reassurance that it’s 

been assessed and is being monitored accordingly” (P5) 

Value of Psychology to Service-Users 

This theme captures the perceived value of MDT psychology to the service-users supported 

by participants. There was a sense that the psychological input or benefit to patients was not always 

direct or formal, and clinicians found it difficult to ‘prove’ the concrete value of it. Additionally, 
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clinicians felt strongly that integrated MND-specific psychology was essential in supporting their 

patients. 

Measuring Impact 

All clinicians cited feeling that indirect psychological support was equally, if not more, 

important to them than direct patient-psychologist contact. Staff noted that factors such as patient 

reluctance for direct psychological support, due to stigma around psychology or feeling 

overwhelmed by the number of professionals already involved in their care, and psychologist’s lack 

of availability to see patients directly, as key influences on the perceived importance of indirect 

psychological support through other clinicians. 

“There’s a lot of people involved, some people find it overwhelming the number of people 

who are involved, so when we say, “shall we add in this extra person” they go “oh god no, there is 

already enough of you” (P1) 

“Staff support, in my opinion is more important than actually seeing patients because there 

are only so many times a psychologist can see someone, whereas the nurses and physios and things 

are seeing them all the time, dealing with the frontline, so actually that role-modelling, leadership, 

supporting, reflecting, giving ideas and strategies for patients, absorbing some of the distress of the 

difficult patients for staff who can’t do that themselves…I’d say that’s probably the most useful 

thing a psychologist does for us” (P3) 

Many interviewees talked about a ‘drip-down’ impact of psychology, whereby the 

psychologist supports MDT members directly, who in turn can then support the patient and the 

systems surrounding them. 

“She modelled it really well, she did the same in MDT’s and gave permission for the MDTs 

to model it well, it was like a flow-down of boundaries and support, it’s important to have a role-

model that knows what they’re doing, and it filters through” (P4) 
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Similarly, staff reported that the informal contact such as ‘corridor conversations’ with the 

psychologist was equally valued as more formal contact such as supervision or MDT psychology 

presence. 

“One thing that’s been really useful, almost like the corridor conversations are as useful 

and educational as formal psychology, but formal psychology is helpful for difficult patients…it’s 

reassuring to know they’re getting that support” (P3) 

“The input they give in MDT meetings…if she hadn’t seen individuals, she would join in 

conversations, pitch in and give advice. It raises awareness of this part of people’s care, and rubs 

off in an implicit, softer way” (P2) 

Many clinicians talked about finding the service-user value of MDT psychology input 

difficult to prove, in part due to the indirect nature of much of the psychological work within their 

MDT’s. 

“The difficulty is it’s hard to measure the role because that’s not a traditional, you know 

they haven’t seen ten patients that morning, but they have impacted on the care of ten patients” 

(P3) 

Many clinicians perceived the absence of psychology as demonstrating its usefulness; either 

through experiencing withdrawal of psychology or having worked in the team prior to receiving it. 

“When they’re available they play a really important role, when they aren’t there, I don’t 

think we always know explicitly that it’s causing a problem, but I know it absolutely does. It’s one 

of those things that’s hard to prove because practice still goes on, people still come in and they’re 

of a certain emotional mindset…it’s hard to say in the moment that them not being there is a huge 

problem, but we know it absolutely is because of the value that we see from when they are there” 

(P2) 

“I was there before we had it so it’s useful to see both sides, and it’s been useful. Staff have 

got to engage with it, you know, it needs to be a core part of the MDT” (P3) 
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Furthermore, clinicians hypothesised that there was an element of ‘you don’t know what you 

don’t know’ – the concept that until an MDT receive integrated psychology, the value of such 

cannot be perceived. 

“I think it’s something a team can carry on unknowing if they don’t have a clinical 

psychologist, they wouldn’t notice problems…for a long time I thought I was helping, supporting 

the families, the patient, yet when we have a clinical psychologist it adds depth and richness to the 

whole team for various other reasons…you suddenly find, goodness me they really need it, it’s 

huge, people are so grateful” (P8) 

Additionally, staff discussed the ‘felt’ sense of value, for both clinicians and patients, which 

they found difficult to measure and to understand at times. 

“We’ve been doing a double-act in clinic…you have a patient coming and they leave saying 

‘thank you, I feel better’… that’s extraordinary…we see patients together now, and they leave 

feeling better…how is that possible?” (P8) 

Embedded Psychological Care 

This subtheme illustrates the value clinicians placed on receiving MND psychology 

provision integrated within the core MDT. Most participants discussed perceiving this as ‘doubly-

specialist’; psychology as a specialism within itself, and knowledge and experience of working 

within MND as a further, separate specialism. Staff illustrated this by highlighting that whilst they 

are MND knowledgeable, they are lacking in psychological expertise: a common sense of ‘I am not 

a psychologist’. 

“We’re all psychological non-experts aren’t we, apart from the psychologist…we need that 

insight that we can’t get as psychology non-specialists, you know, we can do it a little bit but 

nowhere near to the rigour of a psychologist” (P2) 

“MND is still a rare disease so people aren’t necessarily skilled in that area, so we feel at a 

loss, we don’t have a counselling background, we tend to sit and listen, and you know just validate 

their feelings, you can only go so far can’t you I think (P4) 
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Clinicians described valuing the ‘expertise’, ‘knowledge’ and ‘specialism’ of MND 

psychology in the MDT, feeling that it was essential to be integrated in this way to have the biggest 

impact. 

“Working within MND is a different patient population and can be hard for people who 

haven’t got experience, they need support to understand MND and the psychological input on not 

just the patients but on them as HCPs. Psychologists should be mandatory in MND MDT meetings, 

they strengthen those discussions” (P2) 

Additionally, participants noted that where integrated MDT MND psychology is 

unavailable, the offer of support is often counselling, as opposed to MND-knowledgeable 

psychological support, which clinicians felt could not sufficiently meet patients’ needs. 

“Our psychologist has a good understanding of MND and its impact on people. I feel that’s 

where the added benefit is, she’s skilled in her MND knowledge as well as her clinical psychology 

skills…that blend is what makes her great for us and patients, it’s that specialist knowledge” (P5) 

“I feel like having someone psychology-wise that is specialist in MND is valuable because 

they understand the implications of the disease and treatments” (P6) 

 

Discussion 

 This study aimed to explore staff perspectives of the role of clinical psychology within a 

multi-disciplinary team in the context of MND. Findings suggest that clinicians perceive 

psychology to be of significant value to both staff and the MDT, as well as to service-users; 

however, staff perceive the value of psychology to be difficult to measure. Psychology is perceived 

as a limited resource, in terms of funding and staffing, and therefore does not feel prioritised. Staff 

experienced MDT psychology support as reassuring and containing within the chaos and 

complexities of working within MND services. 

 

 



 

83 

Limited Resource 

Clinicians indicated frustration that prior or existing psychological provision within the 

MDT was only ever funded for 1-3 days, and for one psychologist, which was not deemed enough 

of a resource to see all patients requiring psychological support. The lack of availability to see 

patients, and of time allocated per patient, was often described as being the main barrier to 

accessing psychology, with staff describing a subsequent negative impact on patient care. 

Furthermore, staff felt a reluctance to refer to their psychologist, despite the psychologist 

welcoming referrals, as staff worried about ‘swamping’ or ‘overwhelming’ the resource and seemed 

to feel protective over the psychologist’s workload. It is well-documented that providing the 

resources people and services need is one of the most important tasks for teams implementing 

compassionate leadership (CL; Atkins & Parker, 2012; McCauley & Fick-Cooper, 2020), which can 

support staff wellbeing (West, 2021), increase efficiency (Trzeciak et al., 2019) and lead to better 

patient outcomes (Goetz et al., 2020). 

Findings highlight the importance of providing integrated psychological support within 

MND MDTs, which is a step beyond the recommendations of existing NICE (2019) guidance, 

which highlights the necessity of prompt access to psychology rather than integrated psychology. 

The existing literature indicates that plwMND do not routinely receive support with managing their 

mental health (COMMEND project; MNDA) and feel unsupported by the healthcare system, which 

increases emotional distress (Pinto et al., 2021). Having psychology integrated in MND MDTs 

could help to address this. 

Chaos and Control 

This theme addresses the felt systemic chaos within MND services; a feeling seemingly 

shared by both clinicians and patients. Key elements were defined as the sudden and significant 

changes associated with MND which are linked to decreased emotional and psychological 

wellbeing (Glennie et al., 2021; Pinto et al., 2021), necessitating constant adjustment for plwMND 

(MNDA, 2021) and consequently the clinicians supporting them. Participants reflected that there is 
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a desire in plwMND to regain a sense of control (Pinto et al., 2021) which seemed to be a parallel 

process reflected in clinicians’ experiences (Hewitt et al., 2006). Clinicians reported that due to a 

lack of provision (staffing, funding, etc.), patients were often not seen within an adequate timeframe 

to account for their ever-changing symptoms and provide the necessary support, which resulted in 

sub-optimal patient care (De Hert, 2020) and increased pressure on staff. 

Findings suggest a parallel process between the negative psychological impact of the 

distressing MND-associated changes upon the patient and the psychological impact on the 

professionals caring for them, further indicated by clinicians’ discussion of the high cognitive load 

placed on them, alongside the significant emotional impact staff experience when working with 

plwMND in a ‘diagnosis to death’ service. This cognitive and emotional impact on staff has 

potential to increase the risk of physician burnout (De Hert, 2020), supporting existing literature 

suggesting that clinical psychology has a role in supporting staff wellbeing, which in turn could 

facilitate better patient outcomes for plwMND (De Hert, 2020; Cramond et al., 2020).  

Furthermore, findings also support existing literature suggesting that the unique skillset of a 

clinical psychologist is important in supporting clinicians working with a diverse and complex 

range of presentations associated with terminal illness (Strachan et al., 2020; Galfin et al., 2012).  

Staff Psychological Containment  

This theme explores staff perspectives of feeling psychologically contained within the MDT. 

Key aspects of this theme included clinicians’ desire for, and appreciation of training, and the value 

of psychology as an educational resource within the MDT. Staff shared a sense of psychology 

facilitating new ways of thinking and understanding, which was experienced by both staff and 

patient perspectives of how psychology can support them and enhance patient outcomes. 

Furthermore, clinicians found containment in the reflective spaces provided by the psychologist 

within their core MDT. This space looked different within each team, in terms of whether the space 

was 1:1 supervision, group reflective practice, or informal conversations with the psychologist, yet 

the perceived valued benefits formed a common ground: enhanced confidence in their role and what 
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they could offer to patients, a sense of containment, reassurance that staff were providing a ‘good-

enough’ level of care, permission to enlist professional and personal boundaries, and freedom to 

grieve patients they had lost to MND.  

The ‘safeness-threat’ regulation system evolved from attachment theory (Bowlby, 1969) and 

group forms of caring relationships (Camilleri et al, 2023; Dunbar, 2022) illustrates a way of 

regulating and coping with threat whereby individuals rely not solely on their own methods for 

threat-management, but also seek out ‘helpful others’, which in turn activates the ‘secure base’ and 

‘safe haven’ relationships functioning via psychophysiology and neurocircuitry regarding helping 

and being helped (Gilbert, 2024; Brown & Brown, 2015). This process involves detecting threat and 

acting via acquiring skills and resources to cope with and prevent threat, alongside seeking and 

receiving emotional and practical support (Gilbert, 2024). The reported psychological staff safety 

and upskilling enhancing wellbeing and care provision supports previous research (West & Coia, 

2019). 

Findings suggest that integrated psychology within an MND MDT is of significant value to 

the individual clinicians and the MDT more broadly, supporting existing non-MND specific 

literature exploring the role and importance of integrated MDT psychology (Woods, 2019; 

Christofides et al., 2012). Findings also suggest an alternative perspective to existing literature 

indicating that in general MDTs psychology is ‘valued, but not a first-line treatment’ (Woods, 

2019); contrastingly, this study suggests that integrated psychology within an MND-specific MDT 

was perceived as essential and should be prioritised as much as, if not more than, other core MDT 

disciplines. 

 

Value of Psychology to Service Users 

This theme incorporates concepts related to the value of psychology to service-users, as 

perceived by the clinicians supporting them. This included examining the indirect patient impact of 

psychology support, the difficulty in measuring this impact, and the acknowledgement of MND 

psychology forming a ‘double-specialism’. 
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Clinicians unanimously agreed that the indirect patient impact of psychology support was 

essential, and possibly more important than direct patient contact with psychology. Staff described 

barriers to patients directly accessing psychology, including reluctance due to stigma or feeling 

overwhelmed by the many care professionals already involved. Staff therefore seemed to perceive 

indirect psychology support as a buffer to somewhat overcoming this access barrier. This led to 

patients receiving support to manage their cognitive and emotional wellbeing via non-psychology 

staff coached in psychological concepts (De Hert, 2020; Cramond et al., 2020; Strachan et al., 2020; 

Galfin et al., 2012), thus enhancing compassionate care. Findings again support existing research 

highlighting the importance of MDT-integrated psychology (Woods, 2019; Christofides et al., 

2012), and suggest the importance is increased within MND-specific MDTs. 

The nature of much of psychology’s role being indirect patient support formed a further 

conundrum for clinicians; when such an impact cannot necessarily be measured in direct patient 

outcomes within a direct caseload, how do we measure it? Clinicians spoke about the ‘drip-down’ 

support offered from psychologists as the ‘expert’, to non-psychology staff, and then to patients. 

Staff also discussed that whilst a psychologist may not have physically seen 10 patients that day, 

they may have ‘impacted 10 patient lives’ through provisions such as MDT discussions or 

supervisory guidance. Clinicians’ ‘felt’ sense of psychology having positively influenced patient 

outcomes was another common perception, which was seemingly influenced by the juxtaposition 

that the absence of psychology through either withdrawal or lack of provision, was often perceived 

to indicate the value of its presence. Such concepts are by their nature intangible, and were 

perceived as immeasurable, which seemingly frustrated and confused participants. Considering this 

conundrum within the wider framework of psychology being a limited resource, findings could 

potentially provide some insight into the difficulties of securing funding and proving the value of 

psychology to commissioners and explain why psychology is deemed lower priority than other core 

MDT disciplines. Furthermore, there is evidence to suggest that adopting a CL approach and 

supporting staff wellbeing leads to high-quality care and better patient outcomes (West, 2021; 
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Dawson & West; 2018), and that the absence of such leads to lower patient satisfaction (West & 

Dawson, 2012; West et al., 2011). This suggests that indirect psychological impact can and should 

be measured, highlighting a key role for integrated psychological support within MND teams. 

Finally, staff shared a perception of MND-specific psychology being ‘doubly-specialist’; a 

certain skillset and knowledge was deemed important for clinicians working within MND generally, 

and the value of psychology as an ‘expert’ specialism within itself was prominently highlighted. In 

teams where integrated psychology was unavailable, the only offer was counselling, which whilst 

helpful, was perceived by participants as insufficient in meeting the needs of plwMND, due to an 

absence of necessary specialist knowledge of MND and the skillset of clinical psychology expertise 

and interventions. Clinicians described ‘a real gap’ in support and an ’unmet need’ when patients 

are only able to access non-MND specific support. Findings support existing literature highlighting 

the necessity of integrating clinical psychologists into MDTs to improve delivery of psychological 

support (Christophides et al., 2012; Woods, 2019) and offer a new suggestion that this is of even 

greater importance within MND services. 

Strengths, Limitations and Future Research 

The findings of this study support that of existing research and addresses previous 

recommendations for further research into clarifying what an MDT would find most useful in terms 

of psychological interventions for clients and staff training (Woods, 2019) and exploring barriers to 

accessing psychology within MND services (Giebel et al., 2019). It is a further strength that this 

study contributes to the limited existing pool of research examining the specific psychological 

needs of plwMND and how professionals can best meet these needs. Thus, the study goes some of 

the way towards bridging literature gaps and is of high clinical relevance to the field. 

Another study strength is the use of TA, which allows for both social and psychological 

interpretations of data and thus is useful within healthcare research and policy-forming (Braun & 

Clarke, 2006). Furthermore, the researcher’s use of reflexivity denotes a further strength in reducing 

bias and enhancing transparency in the research perspective (Braun & Clarke, 2019; Byrne, 2021). 
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The recruitment of participants from across the UK forms another study strength; whilst this 

clearly does not constitute a fully-representative sample, the findings provide insight into varied 

teams and settings within different localities, facilitating an overview into the similarities and 

disparities across services. 

Recruitment difficulties form a study limitation. The targeted sample size was 12 

participants, however despite a long and persistent recruitment period and increased methods5, only 

eight participants volunteered to interview. Despite this, information power was achieved in that 

data provided sufficient richness and quality to enable appropriate analysis (Braun & Clarke, 2021; 

Malterud et al., 2016). Furthermore, the voluntary nature of recruitment forms another limitation; 

participants involved may have an increased interest in psychology or research, or a polarised 

experience of psychology provision and therefore may not represent the full range of experiences. 

Further research may seek to recruit a wider, more varied participant pool. Recruitment limitations 

further demonstrate the lack of clinicians across the UK who have experienced integrated MDT 

psychology within the last 24 months. The nature of the inclusion criteria eliminated a huge portion 

of clinicians within MND services, purely because so few have received integrated psychology 

input, further illustrating funding difficulties. 

It was beyond the scope of the current study to explore the role of psychology within 

alternative systems surrounding plwMND, for example relatives and caregivers, though much of the 

data discussed themes related to this. Future research would benefit from further exploring this and 

utilising emergent data outside of this study’s research aims.  

Clinical Implications  

This study highlights the importance and value of integrating psychology into MDTs across 

MND services. Clinicians have noticed and acknowledged the benefits of integrated MND 

psychology towards themselves, service-users, and the MDT, across various levels including 

 
5 For example the researcher made themselves available for informal conversations about the study, offered to attend 

MDT meetings to introduce the study, and amended ethical approval to include the use of social media advertisement. 



 

89 

enhanced wellbeing, skillset, delivery of care, and patient outcomes. The broader role of 

psychology within the MDT, including indirect support via supervision, training and MDT input 

was valued and deemed necessary for clinicians supporting plwMND. 

On an organisational scale, this study highlights the phenomenal lack of funding provided 

within MND services, particularly regarding psychological support for plwMND and the clinicians 

supporting them. This forms an organisational barrier to psychology access for both patients and 

staff. Furthermore, the perceived difficulty in proving the value of psychology in tangible, 

measurable ways has also been highlighted, alongside evidence supporting the measurement of 

indirect psychological influence via supporting staff. Considering psychological theory alongside 

findings suggests that utilising CL or Compassion-Focussed Therapy (CFT) may be useful to 

promote a sense of psychological safety within MND teams via psychoeducation and upskilling, to 

manage the threat, worry, and the chaos and cognitive load associated with MND services. 

Implementing these models could provide reflective spaces to listen, understand, empathise with 

and validate staff (Kline, 2002; Gallo, 2017; West & Chowla, 2017) and reach their full potential, 

resulting in high-quality care (West, 2021). Services could benefit from implementing CL to 

prevent clinical burnout (Trzeciak et al., 2019), enhancing staff wellbeing, organisational aspects, 

and patient outcomes. 

The current study has given voice to frontline workers within MND services sharing their 

frustration with psychology being less prioritised than other core MDT disciplines, despite the 

consensus of feeling it is undoubtedly high-priority. This suggests a dissonance between frontline 

clinicians and decision-makers in commissioning, in terms of what would enhance the quality of 

MND service provision. Commissioning bodies should consider the study findings and assess how 

they can support increasing access to psychology within MND services, for both staff and patients. 

Furthermore, training around CL should also be considered. 

At policy level, NICE guidance currently indicates that psychological support should be 

provided to plwMND and their families/caregivers. Yet, no recommendations are given for a 
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qualified clinical psychologist to be integrated within MND MDTs to undertake or support the 

suggested duties. Findings suggest that this support is imperative in ensuring the wellbeing of 

plwMND and the clinicians supporting them. Amending NICE guidelines to reflect and support the 

necessity of integrated psychology within MDTs across MND services could assist in highlighting 

the prioritisation of psychological provision and increase pressure on budget-holders to allocate 

funding. 

 

Conclusion 

 There was a shared recognition of psychology being of value to both clinicians and patients, 

directly and indirectly, on many levels, though this value was perceived as difficult to measure 

tangibly. The chaos, complexities, and desire for control within MND services was experienced as a 

parallel process between patients and clinicians. The nature of a ‘diagnosis to death’ service created 

high cognitive load and emotive working experiences for clinicians. Psychology support was 

viewed as essential and necessary to provide good-quality patient care, yet clinicians felt frustrated 

at the sheer lack of both funding and staffing for psychology as a discipline, and for MND services 

generally. Clinicians shared a sense of psychology not being prioritised as equally as other core 

MDT disciplines, despite feeling as of equal, or enhanced, important. Barriers to accessing 

psychology were highlighted, alongside the benefits and value of MND-specific psychology. The 

value of CL within MND MDTs was also highlighted. Future research would benefit from further 

exploring the value of MND-specific MDT psychology in relation to families and caregivers.    
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Appendix I 

Reflexive Statement 

I, the researcher, am a white, a woman, and a trainee clinical psychologist. I have no 

professional background working within the field of MND, or any personal or professional 

experience in interacting with plwMND.  

Within my clinical practice, I work with many different modalities, however, I align 

particularly with narrative and systemic elements. I selected a qualitative project, and in particular 

reflexive TA, as this felt well-aligned with my belief that analysis and subsequent themes should be 

data-driven, alongside TA lending itself to forming both social and psychological interpretations of 

data, making it particularly useful within the field of healthcare. 

Furthermore, I have some prior experience of conducting interviews and utilising TA within 

my previous research as part of a requirement for a Bachelor of Science undergraduate degree.  
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Appendix J 

Braun & Clarke’s (2006) Six Steps of Thematic Analysis 
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Appendix K 

Example of Familiarisation Notes 
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Appendix L 

Example of Theme Development 
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Appendix M 

Braun and Clarke’s (2006) Checklist for Good Thematic Analysis 

 

  



 

119 

Appendix N 

Additional Participant Quotations 

Theme Subtheme Supporting Quotes 

Limited Resource Not contained “I think that is you know a symptom of how poorly funded and staffed the NHS is…a lot of it is to do with funding, 

it’s just having the money to increase the hours” (P1) 

“I know lots of MND patients don’t get any [psychology input], erm I think in [location] they get something like two 

hours a week, which covers the whole of [district] or something ridiculous” (P1) 

“If money wasn’t an issue, availability of psychologists wasn’t an issue, the best gold standard would be having a 

psychologist see someone whenever we felt that was needed…I accept this is the real world and it won’t happen 

anytime in the near future because the money’s not there, and the psychologists aren’t there either” (P2) 

“We’ve done joint appointments that have been really, really useful where we were having challenges and you can 

discuss them at the same time, I found that really, really valuable, again we don’t do that enough and they don’t have 

the resources to either” (P2) 

“The main barrier is the lack of psychologists. Absolutely we need more psychologists, it’s quite a basic equation you 

know, we just need more of them. The main barrier is…they’re just not there.” (P2) 

“They might see someone for fifteen minutes per patient, half an hour for diagnosis…they are quite pushed to 

provide the psychological care that people need” (P3) 
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“it’s really good when we’ve had it, so we’ve had it taken away you know, through reasons that aren’t anyone’s fault’ 

(P3) 

“If we can’t have a psychologist at every centre, we could at least have some way that patients from other centres 

could access the sort of support we can…leadership, role-modelling et cetera…there may be difficult patients 

needing very high level psychology support for which isn’t necessarily provided locally. It's difficult because of 

commissioning and funding, you know, getting very specialist services is really challenging” (P3) 

“There are quite a lot of gaps, we used to have a clinical psychologist who unfortunately left because the health 

boards no longer funded it. Psychology in [country] isn’t great, there’s massive waiting lists…support in general is an 

issue…when the psychologist left, we just couldn’t match the support we’d been getting and giving” (P4) 

“As a network, we’ve lost psychology. We do what we can but the resources are very, very limited, it’s a massive 

area we feel we’ve lost and we should be doing more, but we aren’t able to” (P4) 

“I think the fact that people have to come into hospital when it’s a bit geographical area…they might have a two hour 

drive to get in, it’s a massive barrier for a lot of people” (P6) 

 

“we need the contract to be permanent, we could genuinely fill another two days…but we haven’t the money, and 

that’s very frustrating” (P8) 

  “our psychologist is on maternity leave and there’s no cover for her” (P1) 
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“if you don’t think MND is gonna have a psychological impact on somebody and they need specialist support for that 

I just don’t get it, I really don’t get it. You know I would say psychology should come above, you know, you 

shouldn’t have a pecking order but it should come above a lot of the core MDT that we already get, that you get in 

every single MND centre, but you don’t get psychologists and I just don’t, I don’t get that.” (P2) 

“it depends on who the patient sees in the hospital MDT – it really depends where people are, others just don’t get 

psychology because of their locations, what’s available to them” (P3) 

“we have tried to budget in our network but at the moment we are struggling to get the funding to continue, we are 

struggling to fund the network without the clinical psychologist, let alone with one, we just can’t get any continuation 

of funding for a clinical psychologist” (P4) 

“It was a massive loss, it speaks for itself that patients were outraged when she left, there was no one to follow them 

up so they sort of felt left I suppose” (P4) 

“we need to be more proactively trying to put business cases in and fight, keep fighting for the…benefits of 

psychology. However much they see the need, they don’t prioritise, they are literally not able to spend the money” 

(P8) 
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 Protective “our psychologists work one day a week ‘cause that’s all they’re funded for…they will come and see you but it might 

not be this week, it might be next week or the week after, you know so people are getting the care but there’s a delay” 

(P1) 

“one day a week isn’t a lot for the amount of patients we’ve got” (P1) 

“if I could read the psychology letters I might have learnt about that maybe six months earlier. It comes down to 

confidentiality but obviously it is a barrier” (P1) 

“the more they’re around the more the team learn about what they can do…they say, ‘that’s where I can step in and 

help’” (P1) 

“she was just one person, she could only do so much and on the days when she was working so the gaps are 

availability. You should be able to follow up on assessments you’re doing, and I don’t know that’s the case…it feels 

pointless to have a single appointment knowing that most interventions need follow up for them to be effective and 

you think, well if that’s not happening, what’s the point in doing it in the first place?” (P2) 

“staff making every conversation count and not just relying on the psychologist” (P2) 
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“everyone’s aware they are a limited resource, even though we’d love to send everybody I guess we sometimes rely 

on there being a problem, if you dig deeper I imagine you’d find chinks in people’s armoury…we talked about all the 

other areas psychology can have a benefit on, but you’d need an army of psychologists to be able to do that” P2 

“It’s difficult to know who to refer because you can’t refer everyone every week, you’ll have an allotted amount of 

time you know that a psychologist has, and if we bombarded them with every single person at every point then they 

would be overwhelmed, so there has to be an element of prioritisation” (P3) 

““Timely referrals, waiting lists…you know, we were starting to write down patients that we felt would require 

psychological input and it was a lot, it was a vast number for various different reasons, but it’s not there” (P4) 

“We have around 300 patients, we do our best to support them but I don’t think we’re fully able to meet the needs of 

them. We have our psychologist for three days which is great, yet it’s still part time” (P5) 

“Our psychologist is incredibly open to referrals, there are no barriers there…I suppose I’m conscious of not wanting 

to completely overwhelm and swamp her” (P5) 

“I mean, the service provision prevents the psychologist being able to support people for a prolonged period of time, 

which is what they need…it’s difficult to refer to psychology to be able to explain what support they might be able to 

get when actually that might be more limited than probably what it should be” (P6) 

“the MND nurses have been looking at doing some joint-working with the psychologist but it hasn’t been possible 

due to the staffing at the moment” (P6) 
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“There’s just not enough capacity, it’s really tricky because like funding…it’s not like we have a full-time 

psychologist…the majority of conversations I have are surrounding the psychologist not having capacity” (P7) 

“there’s not really time devoted to maybe fully explain what [psychology] might involve and what the benefits might 

be for them” (P7) 

“she [psychologist] promotes a very open dialogue…would prefer to discuss somebody potentially inappropriate for 

referral to avoid missing anyone” (P7) 

“We have a psychologist for three days, really we need one for five. It’s a massive unmet need, I mean cavernous, the 

more we offer the more people would clearly want and accept…” (P8) 

“the obvious gap mis she’s three days a week. There’s two things we need -  we need it to be a permanent contract 

and we could genuinely fill another two days” (P8) 

 

Chaos and 

Control 

Uncertainty “fast progressing disease, their condition either changes quickly or is likely to change quickly in the future, we need 

to get that timing right, it informs how proactive we are in discussions” (P2) 

‘how someone’s adapting psychologically to the disease…is relevant to all of us and our conversations” (P2) 

“there’s a lot of patients presenting quite late and needing a lot done very rapidly, there’s uncertainty, people don’t 

know how long they’re going to live for” (P3) 

“Often it can be chaotic, we don’t have a structured referral. I’ve also referred patients before with distressing 

symptoms, but often by the time they get seen it’s a often a bit late for that” (P3)  
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“people struggle with MND diagnosis because you can’t say…with MND, nobody really knows timelines, how quick 

or slow that progression will be…we can’t promise anything, it all feels very fragile, very chaotic because you can’t 

pin anything down, and so people feel like they’re out of control with this condition, and that’s one of the main 

psychological things. You don’t feel in control, then you might feel in control for a bit and then the goal posts 

change, and chaos ensues” (P4) 

“Appointments are kind of every three months and three months is a long time for things to happen and change” (P5) 

“The uncertainty I think is so huge” (P5) 

“Things are changing quite rapidly and you’re only seeing them every, well I’m seeing them every two months, if 

things are changing in that time it’s quite important…” (P6) 

“Lack of control, anxiety…the surrounded by uncertainty” (P7) 

  “their emotions don’t always match what they’re feeling, so they can be sad but laugh, they can be happy but cry” 

(P1) 

“you know in the future he might behave sort of X, Y, Z…that’s helped me prepare mentally for how he might be the 

next six, twelve months…” (P1) 

“it does affect you mentally, so I find speaking to [the psychologist], there’s a lot of value in that for me” (P1) 

“I review the literature around presenting choice, making sure people are aware, presenting information, weighing up 

pros and cons, following processes…” (P2) 
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“you’re dealing with crisis management, thinking about advanced care planning, guidelines, there’s a lot…and 

there’s a lot going on in your head, in and outside of the consultation room that patients might not necessarily 

appreciate” (P3) 

“There’s a lot of thinking around when people are first diagnosed and adjustment of how that changes their whole 

life, their outlook, plans, the future they thought they had, trying to get their head around that, I mean gosh there is so 

much adjustment for somebody and we support with all of that” (P5)        

“having somebody there with you in clinic…I used to go home and want to lie in a darkened room, but now having 

somebody there with you…I don’t feel quite so head-spinning as I leave. You’ve shared, you’ve worked together and 

it’s a different feeling, it feels good” (P8)                                                                                                                     

 

 Diagnosis to death “there’s lots of psychological support around diagnosis…work around acceptance, fears for the future, anxiety” (P1) 

“depending on their symptoms at diagnosis they may not have much time at all, it’s unexpected, it’s a massive shock 

to people. Being told you’ve got this life-limiting, fatal diagnosis, it’s hard for people to come to terms with. They’re 

told they’re gonna die, within two, three years, and that impacts you” (P2) 

“…after diagnosis, that’s obviously a really key part of when people need [psychology] support…the greatest need is 

often around diagnosis” (P2) 

“We provide a diagnosis to death service, we get to know people really well” (P3) 
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“self-care in MND is actually not that high a priority for patients…it’s not like asthma or diabetes where you can 

expect the patient to take some control, manage it, live with it…they become increasingly dependent so you know 

certainly they need support to manage psychologically” (P3) 

“We get into discussions around assisted suicide…acceptance of the diagnosis is massive. It’s a scary, scary 

condition, and I think that’s why a lot of this assisted suicide comes up, because they want to feel in control” (P4) 

“I think it’s a normal adjustment to being diagnosed with MND to feeling overwhelmed and like they’re not coping 

and everything ids chaotic in their brain and they’re thinking of all the different ways they’re going to die, and that 

general chaotic feeling of they can’t do anything to control what’s happening to them” (P4) 

“We see people from diagnosis right up until kind of end-of-life care, so the full range of what that brings within 

MND” (P5) 

“There’s a risk of taking their own life after diagnosis and the psychologist gives insight into the level of risk and 

whether there is a support system in place” (P5) 

“Diagnosis appointments can be pretty heavy for the clinician…I suppose the psychologist just being present when 

that information’s being given and that sudden kind of emotional reaction from individuals which can be varied, it’s 

been a real help from a professional’s point of view” (P5) 

“Obviously the diagnosis is a difficult thing to accept, trying to deal with that is really difficult, especially when they 

might have been fighting, like they might already be quite advanced in their disease…accepting their diagnosis is 
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really important…if you can have someone help support them accepting their diagnosis, I think that can go a long 

way” (P6) 

“death, I think that could be a conversation that feels less taboo within the MDT and that clearly trickles down to 

patients if that feels challenging as a team, we should be a team where that’s flowing off the tongue…the sticky taboo 

topic of when and how you’re gonna die” (P7) 

“It’s giving people that control back, a sense of control…helping them make decisions…alongside supporting them 

with their diagnosis and getting their heads around it which is obviously really difficult” (P6) 

“Having a diagnosis is really quite overwhelming for them” (P8) 

 

 Emotive nature of 

work 

“it’s quite an emotive topic [MND] that we provide a lot of support with” (P1) 

“it’s a really emotive job, all the patients we see you know, unfortunately die, some within quite a short time frame, 

two years…that’s, you know, it’s hard when you meet a patient and you know they’re gonna die” (P1) 

“I think psychologists have a huge role in supporting healthcare professionals working in a pretty difficult clinical 

area to be honest” (P2) 

“they’re frightened about how they’re gonna manage, which is a real, it’s a real fear that we empathise with” (P1) 

“A lot of people working with MND patients find it so upsetting” (P3)  
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“We services really struggle with frontal temporal dementia because they can be quite inappropriate in their 

behaviour and so we find that really, really challenging” (P4) 

“We often have a number of phone calls with a number of people crying down the phone, screaming down the phone 

in aner that things aren’t being done quick enough, and expectations are really high of us” (P4) 

“to be able to share that kind of intensity, because you see kind of four people, one after the other after that huge 

emotional reaction, that huge kind of life-changing news so you’re trying to support them in that moment but you 

know it’s like okay, 45 minutes of that and then let’s do it again, and again, and again, and then again…” (P5) 

“they are actually a really difficult group of patients to look after but also emotionally they deteriorate really quickly, 

knowing you’ve got that outlet to say ‘actually, this is really hard…having that discussion around the patient and 

whether they are still alive or whether it’s that they’ve passed away and it was someone you knew really 

well…having that support in the team is really valuable” (P6) 

“I think as clinicians we forget about our own psychological needs when working with individuals whom we might 

form close rapport with and then pass away, and the impact on us of working with people with life-limiting 

conditions” (P7) 
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Staff 

Psychological 

Containment 

Psychological frame “I feel that’s the one thing missing in our education, is a bit about psychology and in a job like this I think it’s really 

important” (P1) 

“I’ve learnt more over the years about what psychology could offer, and I guess my lack of understanding of the 

role…the more time I’ve spent with the psychologist, they go ‘oh I’m going to do ECAS or you know, graded 

exposure, and that’s certainly educated me” (P1) 

“I should be getting training, there should be formal training for me, and I’ve never been made aware or offered it. 

I’m not sure about the rest of the MDT and how much formal training they would have in meeting people’s 

emotional and psychological needs or whether they just think because we have experience in working in MND it 

means we’re gonna be good at this” (P2) 

“Having a psychologist give training to the MDT so they know how they can integrate this into whatever there sphere 

is, from a clinical point of view, I personally would value being able to do that in a considered way, so education at 

the MDT would be crucial” (P2) 

“the other thing from a professional point of view would be training, MND teams in my experience don’t change 

much over the years, lots of people stay around…it should be expected that they complete some form of training 

around the psychological management of people with MND and how they can contribute outside of what the 

psychologist does” (P2) 

“the psychologist may only see that patient once, whereas if I’ve got the tools and skills to deliver psychological care 

at a basic level then that’s very helpful” (P3) 
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“I don’t know whether the psychologist does this, but we have our core hospital MDT and the nurse goes to different 

area ones, the physio does, so they’ll talk about their patients and they would be quite helpful in disseminating 

knowledge, skills, concepts, thinking processors…supporting people outside of our core MDT is probably gonna be 

really useful and dispersing to people who have less skills and opportunities to talk to a psychologist” (P3) 

“Staff often don’t want to say the wrong thing…the other night, one of the nurses said, ‘the patient asked me in the 

night if they are going to die, and I didn’t know what to say’. The nurses all admitted they have never really been 

trained in how to talk to people about difficult issues, which is bizarre, it’s quite distressing for them. So another way 

psychology could support…” (P3) 

“we attended a presentation held by psychologists…supported with clinic letters and formulation and that kind of 

conceptualisation, discussion of complex cases, supervision” (P7) 

  “I’ve seen [psychology] help with changing people’s views on things and how they are psychologically changes” 

(P2) 

“the psychologist guiding some of the MDT discussions is really valuable because we can get very procedural driven 

and sometimes forget the psychological impact of interventions or thinking about the future…another opportunity for 

them to educate the MDT about the psychological impact of MND” (P2) 

“I think the value is in where it helps bring that level of detail, things we won’t have thought about” (P2) 

“with clinical psychology they’re given a reframe, like a new way of seeing the world, I guess a sort of structure, a 

way of thinking that they can use to show up” (P4) 
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“It’s a skill that people, and you know if they’re taught about it and they learn it they can use that in every day, and 

it’s so powerful and it retrains the brain to think another way and act another way” (P4) 

“…can speak to them and have some different thoughts around how it might be best to approach them [patient]” (P6) 

“she’ll say, ‘have you thought about this, or maybe that’ and we say ‘oh yes, okay’ and it’s kind of giving them the 

knowledge…we can enhance patients’ experience, it’s phenomenal” (P8) 

  “I’ve spent quite a bit of time talking to our Clinical Psychologist about one of my patients who’s been quite 

challenging and she’s explained to me why he behaves the way he does and I’ve just found that so helpful to 

understand him” (P1) 

“we don’t have access to the psychology notes so I can see what other disciplines have written but I can’t see any 

psychology notes, we don’t have access to them…because I can’t read the letters I can’t learn from them” (P1) 

“as I say, it can be a bit frustrating when you know the patient has spoken to someone and, you can’t see the letters, 

you think oh it would be useful to know what they talked about yesterday, I don’t know what the psychologist 

said…you’ve just got a bit of a blank” (P1) 

“they have a responsibility to share information wit the MDT, make sure we’re all aware of the assessments that 

happened, what advice not only that they’re giving to the patient but what advice have they got for the MDT about 

how to incorporate it? The communication to the MDT effectively is really important” (P2) 

“I think we were educated certainly by the letters, the amount of detail, I found it really valuable as an education to 

understand and using in my feedback in discussions, so it had an educational effect on me and others as well” (P2) 
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“I’m not aware of any formal pathways, e.g. when we should be referring to psychology, that would probably help 

prompt people if we knew some criteria or screening we could do as a formal MDT process” (P2) 

“We find that we’re saying – it’s the condition, it’s not them” (P4) 

“It’s the condition not the person, and education around understanding that is helpful” (P5) 

“Having the psychologist support was helpful to understand that actually it was probably more like a panic 

attack…having the communication with the psychologist was really helpful to be able to work together and all be on 

the same page for the patient, and they are all getting the same message” (P6) 

“having the psychologist be involved…and understanding, enabling us to deal with situations and see how we can 

best support, to better understand somebody and their behaviour, situation, and explain it to the family” (P8) 

 

 Confidence and 

‘good-enough’ care 

“I felt like I wasn’t meeting his expectations all the time and she said that’s who he is and no matter what you’ll do 

you’ll never actually meet them…that really helped because I was getting quite stressed about, you know, erm 

feeling like I wasn’t good enough and I wasn’t looking after him well enough as it were…I found having that 

professional support really helpful (P1) 

“managing my sense of self-worth, you know you sort of doubt it when someone’s sending you texts saying you’re 

rubbish and not supporting them…you know, she helped me understand that and see ‘okay, it’s not actually me, it’s, 

he’s angry because he’s been diagnosed with MND and it’s not aimed at you” (P1) 



 

134 

“Sometimes it’s the reassurance that you’ve done everything you can do, I think that’s really important and 

sometimes takes someone a little bit outside of the MDT or that person’s care to say, you know, you’ve offered 

everything you can offer and they don’t want it, we can’t do any more, or just that the disease is rubbish and you 

know, there’s no more that can be done, we’ve done everything right” (P3) 

“A lot of new people working with MND patients find it so upsetting, and actually my belief is that they think they 

don’t have the skills or the ability to do the job, but often I think they are the ones most suited to do it, they just 

haven’t had the training or confidence in how to understand or approach the situation, but actually when they had that 

knowledge and a bit of support they are much more able to do it, less likely to leave, and that again trickles down to 

patient care” (P3) 

“You want to help people don’t you, the expectation on us is so high nowadays, we want to be giving more and more, 

and she helped us create boundaries, she almost gave us permission to have those boundaries in place” (P4) 

“the clinical psychologist provided us with some training because none of us felt particularly confident to explore 

that area and the risk of that [suicide]…I felt slightly more confident, obviously it was still difficult but I felt I was 

able to explore that with her…I had slightly more skills and confidence” (P6) 

“we have newer members of the team and I know the clinical psychologist has really given them support in 

confidence and…jut understanding the impact” (P8) 
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 Psychological safety “psychological wellbeing sessions with us with a focus on how we can process how we’re feeling and support 

ourselves…I personally really enjoy those sessions, I think they’re really important…I think it’s safe to say a lot of 

the team certainly benefit as well, it’s not that she’s just supporting the patients, it’s the pastoral support, peer support 

[the psychologist] gives us as well” (P1) 

“we would discuss elements if care and how it made us feel and the challenges we face from a psychological point of 

view, it was really valuable to support and reflect” (P2) 

“in a way it’s more about me than the patient just to help with my mental wellbeing and emotions” (P1) 

“reflecting on those sessions we used to have with the psychologist, I certainly found them really, really valuable, it 

informed my practice, and if that’s not happening everywhere, you know, they are a huge source of support for 

healthcare professionals working within MND” (P2) 

“the psychologist would run the group supervision, ask us how we had been doing and it was a chance to really sit 

down and tell each other, led by her appropriately, how we were doing. It was almost like a comfort blanket, you 

could go to them for support, they knew what they were talking about, they could help you problem solve from a 

patient point of view. We knew we had someone to go back to if we weren’t sure about things. From a staff personal 

point of view we have greatly  missed her being a source of support for our roles” (P4) 



 

136 

“It’s a role model who knows what they’re doing, knows the implications of blurred boundaries, going above and 

beyond, burnout, compassion fatigue, not looking after yourself and all that sort of stuff. From a personal and 

professional point of view outside the clinical stuff, that was one thing that was massive that has gone” (P4) 

“just to reflect on what’s important (SIGH) yeah I think reflect, acknowledge and sit with the difficult emotions” (P5) 

“Having support from psychology is massive. It’s a place where you can go to have permission to grieve and to talk 

and to listen” (P4) 

“Managing that risk of the patient as kind of psychologically and having that reassurance that it’s been assessed and 

is being monitored accordingly” (P5) 

“having the chance to reflect I guess on that person, whether they’re still alive or whether it’s that they’ve passed 

away and it was someone who you knew really well, having that support in the team is really valuable. To be able to 

go to the psychologist and have a chat about it, and that’s always an option for me…to have that reflective time” (P6) 

“Being able to debrief about that with the psychologist and to be able to sya, this is what happened, this is what I did, 

and not necessarily if it was the right thing, but like, thank you for that because it helped” (P6) 

“we forget about our own psychological needs…and the impact on us…our psychologist is incredible at supporting 

the MDT to consider these…the psychological support creates a sense of safety” (P7) 
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“something that’s been incredibly helpful, we’ve set up kind of reflection groups, where people can focus on aspects 

of care and reflect on that, it’s very well attended and we look at supporting each other” (P8) 

“support, strategies for dealing with difficult cases, enabling us to reflect on challenging times and conversations, 

we’re able to reflect on those with the clinical psychologist” (P8) 

Value of 

Psychology to 

Service Users 

Measuring impact “there’s a lot of people involved, some people find it overwhelming the sheer number of people who are involved, so 

when we say “shall we add in this extra person” they go “oh god no because there is already enough of you” (P1) 

“the input they give in MDT meetings…even if she hadn’t seen the individuals, she would join in conversations and 

absolutely pitch in and give advice. It raises awareness of this part of people’s care, and it rubs off in a maybe an 

implicit way, in a softer way” (P2) 

“the staff support, in my opinion is more important than actually seeing patients because there is only so many times 

a psychologist can see someone, whereas the nurses and physios and things are seeing them all the time and dealing 

with the front line, so actually that role-modelling, leadership, supporting, reflecting, giving ideas and strategies for 

patients, absorbing some of the distress of the difficult patients for staff who can’t do that themselves…I’d say that’s 

probably the most useful thing a psychologist does for us” (P3) 

“One thing I think has been really useful and that its almost like the corridor conversations are as useful and 

educational as the formal psychology but formal psychology has been helpful for difficult patients, and it’s reassuring 

to know they’re getting that extra support” (P3) 
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“I think the skills, set up and ways of working have improved [through psychology staff support] and it shows it’s as 

important as you know, I’m able to refer this patient to a psychologist…the patients who are most distressed have 

often got a million, yeah they are probably seeing someone every day, so another person in the mix is impossible. 

Yeah that sort of trickling down of support almost, from the specialist psychologist going to the staff and then to 

patients and so on” (P3) 

“she and modelled it really well, she did the same in MDT’s and gave permission for the MDT’s to model it really 

well, so it was er like a flow down of boundaries and support, it’s important to have a role model that knows what 

they’re doing and it filters through” (P4) 

“Supporting people’s wellbeing feels a bit of a catchall as it’s supporting the team to bring psychological aspects to 

their work as well, it highlights that we all have a duty of care to people’s psychological wellbeing, and so we kind of 

bring that into our own work as well and have the potential to support colleagues and patients too” (P5) 

“They’ve already got so many people involved in their care and they’re having to go over things again and again...I 

think if that staff member is well-supported then it’s only going to be better at supporting the person with MND and 

giving them the best care possible” (P6) 

“I think the thing I’ve possibly personally found most helpful is actually sometimes just sitting down and discussing 

patients and having that time to say “I’ve go this patient and they’re struggling…often the patients will have a stigma 

around being referred to psychology…but I think having that person within the MDT, even if the patient won’t see 

them, you can speak to them for advice, it[‘s really helpful” (P6) 
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“we can just bring patients to discuss that we might have found difficult or we might want to refer to psychology but 

they’ve not wanted to engage…they’re the main ways” (P6) 

“I feel that could be a conversation that feels less taboo within the MDT and clearly that trickles down to patients, we 

should be a team where that’s flowing off the tongue and very open…” (P7) 

“we’re incredibly fortunate that the psychologist is absolutely fantastic…it’s given us a depth and breadth in 

supporting people which we’ve never had before. We can give information, advice, support, ensure things are 

there…we could do that but we are missing a big chunk by not having a clinical psychologist to support us and the 

patients in that. I think it’s just made our care holistic, which I don’t think it’s been before really” (P8) 

“it’s informal, I can just say ‘ooh can you catch up with…’ and so it’s quick, or I can write an email” (P8) 

“she doesn’t see every single person necessarily, but she can have the conversations…signposting is another really 

valuable thing” (P8) 

  “when they’re [psychologists] available they play a really important role, when they aren’t there I don’t think we 

always know explicitly that it’s causing a problem but I know it absolutely does. It’s one of those things that’s hard to 

prove because practice still goes on, people still come in and they’re still of a certain emotional mindset…it’s hard to 

say in the moment that them not being there is a huge problem, but we know it absolutely is because of the value that 

we see I guess from when they are there, you know” (P2) 

“(SIGH) the difficulty with that is it’s hard to measure the role because that’s not a traditional, you know they 

haven’t seen ten patients that morning, but they have impacted on the care of ten patients” (P3) 
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“I was there before we had it so it’s kind of useful to see both sides, and it’s been really useful. Staff have got to 

engage with it, you know, it needs to be a core part of the MDT” (P3) 

“We have more patients asking for psychological support now than we ever have, and so when we told them we did 

have a psychologist it was almost met with relief and gratitude” (P4) 

“I’m amazed at how we kind of did without it for so long because I think they bring such a necessary element of 

dealing with a progressive life-limiting condition and helping people to cope and manage” (P5) 

“I think it’s something a team can carry on unknowing if they don’t have a clinical psychologist and they wouldn’t 

notice a problem because you know for a long time I thought I was helping, you know supporting the families, the 

patient, and yet when we have a clinical psychologist it adds depth and richness to the whole team for various other 

reasons, but I think you suddenly find, goodness me they really need it, it’s huge and people are so grateful” (P8) 

“we’ve been doing a sort of double act in clinic, and people leave saying, and this is weird…it always makes me 

think ‘oh my goodness they must have been having a terrible time’. You have a patient coming to clinic and they 

leave saying ‘thank you, I feel better’ and that’s extraordinary…we see patients together now, and they leave feeling 

better, now how is that possible?” (P8) 

 

 Embedded 

psychological care 

“people do see a generic counsellor…and, you know, they need different support because it’s so specialist” (P1) 
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“I can’t really imagine not having them because I can go out and talk to someone about how they’re feeling but I’m 

not trained to support them in depth with that…I can empathise with someone but I don’t know strategies and coping 

mechanisms that I can put into place with them” (P1) 

“if the role isn’t there they go to the general psychology pool…a real gap…they don’t come to our clinic” (P1) 

“We try to have conversations but we’re certainly not well-trained…that’s an unmet need where we haven’t got the 

expert…in an ideal world we would be able to refer to that specialist input. It comes with a skillset” (P2) 

“we’re all psychological non-experts aren’t we, apart from her the psychologist…weneed that insight that we can’t 

get as psychology non-specialists, you know, we can do it a little bit but nowhere near to the rigour of a 

psychologist” (P2) 

“Working within MND is a very different sort of patient population and can be really hard for people who haven’t 

got the experience, they need support to understand MND and then also the psychological input on not just the 

patients but also on them as healthcare professionals. Psychologists should be mandatory in MND MDT meetings, 

they absolutely strengthen those discussions” (P2) 

“MND is still a rare disease so people aren’t necessarily skilled in that area, erm so we feel at a loss, we don’t have a 

counselling background, we tend to sit and listen and you know just validate their feelings, you can only go so far 

can’t you I think and from a professional point of view, we are not the specialist people they should be seeing, and 

when we had [psychologist] involved she used specialist therapies and patients did not do well when she left, they 

were gaining so much from her support and we couldn’t match that, we couldn’t match what they were getting” (P4) 
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“at the moment we are giving patients the counselling directory and saying the MND Association will fund you for 

your counselling, which doesn’t feel enough and it depends where they live as to whether they can get any services 

via palliative care, but you know, there are some psychologist support but it’s not MND and it’s not clinical 

psychology” (P4) 

“that’s not my role – it’s not one that I’m necessarily good at, you know I can listen and validate but that’s not what I 

was trained to do and I would never think that is my role, I’ve seen it first hand from patients that have had clinical 

psychology how life-changing it is” (P4) 

“I think colleagues have been doing elements of that, but they’re not trained you know, and to have such a particular 

focus of one person I think is brilliant, and with their expertise and knowledge” (P5) 

“we were talking earlier today about someone who’s having psychological support from another service, which is 

brilliant but they don’t have the understanding of MND and the nature of changes and complexities that that brings, 

and the challenges, whereas our psychologist has such a good understanding of MND and its impact on people that I 

feel that’s where the added benefit is, that she’s skilled in her knowledge of MND as well as her clinical psychology 

skills and that blend is what obviously makes her great for us and our patients, so I suppose its that specialist 

knowledge” (P5) 

“I feel like having someone psychology wise that is specialist in MND is really valuable because they can understand 

the implications of the disease and other treatments they might have, so a psychologist in another area might not 

know what an IV was, what the feeding tube was for them to be able to support the patient” (P6) 
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“being able to refer them on to someone who is specialist that’s got those specialist skills around how an MND 

patient is going to present…having those specialist skills around MND makes a massive difference in being able to 

support the patient…if the psychologist doesn’t have that level of skill or knowledge of MND then it’s gonna be 

really difficult” (P6) 

“there’s a need for a more specialist psychological input, cos I don’t, I’m not a psychologist…some will jump at any 

opportunity…to seeing a more specialist psychologist” (P7) 

 




