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Abstract  
 

Background - The aim of this study was to understand the care experiences of 

forced migrant families from both family and care provider perspectives, in hospital, 

hospice and community settings. Palliative care for children requires an active, 

holistic approach to care, with a focus upon improving quality of life. Children’s 

palliative care is complex and multifaceted, requiring multiple specialist and 

organisation involvement, yet there is limited research to guide practice. Even less is 

known about the experiences of forced migrant families who encounter a range of 

additional challenges including the loss of family, belongings, and all sources of 

familiarity and support. The difficulties of navigating complex bureaucratic systems 

can confound access and communication difficulties. With acknowledgement of such 

challenges, a systematic review was conducted which combined existing research 

from children’s palliative care and forced migration. The review highlighted the 

paucity of literature in this area.  

 

Methodology- Underpinned by a constructivist research paradigm, the Silences 

Framework offered novel theoretical and philosophical concepts, which helped to 

situate and prioritise the ‘silences’ within the marginalised discourses of forced 

migration and palliative care. Interpretative Phenomenological Analysis methodology 

was used to privilege participant perspectives and apply an active in-depth cyclical 

process of reflection and reflexivity. Advisory group members provided expertise in 

childhood illness, palliative care and forced migration, throughout the study. Through 

purposive sampling 14 participants contributed to semi-structured interviews, 

alongside the use of creative research methods of ‘draw and talk’ to enhance 

participant expression. Following individual and cross-case analysis, advisory groups 
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supported the creation of poetic accounts for each participant, alongside 

interpretative reflective discourse about participant meaning-making. This additional 

analysis added an extra lens in which to reflexively see, challenge and understand. 

 

Findings - Aspects which optimised families’ experiences included compassionate, 

empathetic, family centred care which valued family belief systems and coping 

strategies. Two-way learning with and from families was described by all 

participants, which enhanced understanding and fostered mutual respect. However, 

barriers to quality care included poor access to services and resources, protocol-led 

care, limited time with families, communication barriers and staff burnout.  

 

Conclusions – Empirical contributions of this study include the need for a specific 

educational pathway for health care professionals to include spiritual care provision, 

cultural humility, and moral reasoning. Interdisciplinary education including the use of 

lived expert by experience insights, and the arts are also advocated. Implications for 

future nursing practice include the prioritisation of additional time to build 

relationships, the importance of interpreter support and the need for better access to 

hospice care for forced migrant families.  Methodological contributions include 

approaches for enhancing advisory group dialogue and the benefits of creative 

research methods. Poetry was particularly valuable as it offered a way to understand 

complex lived participant experience such as faith and healthcare decision making, 

and also a method for meaningful advisory group dialogue. As such suggestions for 

how all these aspects might be advanced are also outlined.   
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Chapter One: Introduction to the study  

 

1.0 Introduction  
 

This thesis presents the findings of a qualitative interpretative study into the 

experiences of children’s palliative care for forced migrant families and those who 

care for them. Approaches to palliative care focus on enhancing quality of life and 

meeting holistic needs, when families face a problem associated with a life-limiting or 

life-threatening condition (WHO, 2018). The distinction between palliative and end of 

life care, is that death is not expected imminently and so palliative care for children 

may extend throughout months to years of their life. Palliative care is all-inclusive in 

nature and so may result in health care professionals caring for children with multi-

organ interconnected conditions and disabilities. Subsequently, this may require 

many specialists, within diverse settings such hospital, community and hospice. As 

medicine has advanced so too has the medical complexity of children’s palliative 

care. These changes have meant an increasing dependency upon expensive 

medical technology. Intricate and often onerous caring roles for families and children 

who may live longer, but with increasingly complex needs.  

 

Currently over a 100 million people are displaced due to war, violence, fear of 

persecution and human rights infringements (UNHCR, 2022). The effects of such 

displacement are complex but involve social, political and legal dimensions. For 

many forced migrant families a route into the UK is sought to seek diagnosis, better 

care or even cure for their children. The circumstances surrounding forced 

displacement mean that families may have been exposed to conflict and the 
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disruption of health and social care infrastructure in their country of origin (RCPCH, 

2023). Forced migrant families have often experienced long and dangerous 

journeys, alongside the grief of separation from home and family to reach the UK. 

Whilst the two aspects of this study; children’s palliative care and forced migration 

are equally important areas of healthcare, they are both neglected in current 

discourses. This is compounded when they are combined. 

 

My background as a children’s nurse alongside experiences of working overseas 

and within nurse education, have instilled a desire to improve the care for families 

who are frequently marginalised. My motivation for this study comes from an 

understanding that the world is not the same for everyone and that with lived 

experience comes expertise.  

 

Following a review of theoretical frameworks, methodology and methods four inter-

connected aspects have been utilised to enhance the findings and analysis. First, the 

Silences Framework has underpinned the structure and philosophy of this study. 

With the aim of hearing the ‘silences’ forced migrant families experience in children’s 

palliative care which may not have been previously recognised or ‘heard’. Second, 

an Interpretative Phenomenological Analysis (IPA) approach has been used to 

privilege the voices of participants, by combining the psychological, interpretative 

and idiographic elements of experience. Third, within semi-structured interviews with 

three families and the health care professionals who care for them, creative methods 

including ‘draw and talk’ and poetry have been used. These creative methods helped 

to enhance expression and create rich detailed examinations of participants 

accounts. Advisory group members with varied lived expertise, have been involved 
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in the study throughout to give additional insights and help to readdress power 

imbalances. Fourth, Cultural humility whilst not a theoretical framework for the study, 

has been used as a way to offer clear, transparent reflexive research approaches 

and as a method to limit subjectivity bias. When interviewing participants and 

working with advisory group members, a Cultural Humility stance also offered an 

open-minded lens in which the expertise and ability to educate was deliberately 

transferred. These four complementary approaches have allowed me to give 

prominence to reflection, equality and empathetic methods, which all aim to enhance 

relational aspects of understanding and insight.  

 

Analysis of the 14 participant accounts involved individual case by case thematic 

analysis, followed by group analysis. Group analysis was conducted by family 

participant, health care professional participant and then through the creation of care 

setting specific themes. Further analysis and an additional level of interpretation was 

added through poetic creation and subsequent reflective dialogue with advisory 

group members and family participants, to aid and enhance my understanding.   

 

The Silences Framework includes five stages which will be outlined in the 

succeeding chapters. Stage One – ‘Working in Silences’ includes the background 

and contextual information of the study alongside a rationale for the study paradigm 

and chosen theoretical framework. This stage concludes with an international 

systematic review of the literature to identify the gap in the literature and subsequent 

need for this study. Stage Two – ‘Hearing Silences’ includes the methodology, 

creative methods and my positionality and reflexive approaches within the study. 

Stage Three – ‘Voicing Silences’ includes chapters on data collection, findings by 
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theme and setting and a ‘Silences Dialogue’ for reflective interpretations with the 

collective voices of this study. Stage Four – ‘Working with Silences’ offers the 

discussion chapter, and limitations to the study. Finally Stage Five concludes the 

study with empirical and methodological contributions and recommendations for 

future practice, research and education. 
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1.2 Children’s Palliative Care Definitions  
 

Children’s palliative care (CPC) has been defined as a holistic approach from 

diagnosis throughout a child’s life including symptom control, end of life and 

bereavement care. The advocates for CPC recommend consideration of the 

physical, emotional, social and spiritual elements of care, to enhance quality of life 

and the support of the family (Together for Short Lives (TfSL), 2018a).  

 

Children with palliative care needs have a primary, multifaceted, life-limiting or life-

threatening condition. Life limiting conditions (LLC) are said to have no reasonable 

hope of cure and children will die as a result. Life-threatening conditions (LTC), have 

viable, curative treatment but this may not always be successful (Thompson, 2015). 

The definitions for LLC and LTC are quite broad and so within this study the 

categories encompassing the spectrum of conditions that lead to palliative care 

needs will be utilised, as described in Table One. 

 

Table One – Life limiting/threatening conditions categories 

(described by Thompson (2015) and TfSL frameworks) 

 

Group 

1 

Life threatening conditions for which curative treatment may be feasible but can fail. 
Examples include cancer, or irreversible organ failures such as heart, liver or kidney 

Group 

2 

Conditions where there may be long periods of intensive treatment aimed at prolonging life 
and allowing participation in normal activities, but where premature death is still possible or 
inevitable. Examples include cystic fibrosis, Duchenne muscular dystrophy. 

Group  

3 

Progressive conditions without curative treatment options, where treatment is exclusively 
palliative and may commonly extend over many years. Examples include Batten disease, 
mucopolysaccharidoses. 

Group  

4 

Includes conditions such as severe neurological disability, where the underlying condition 
may be static but which may cause weakness and susceptibility to complications leading to 
premature death. Examples include severe multiple disabilities such as severe cerebral 
palsy or post severe head injury. 
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1.3 Prevalence of children requiring palliative care in the UK  
 

In 2012 Fraser et al. estimated there to be 49,000 children and young people (0-18 

years) living with LLC and LTC in the UK, with 2,500 deaths from these conditions 

each year (Sidebotham et al, 2014). Since these figures were produced, the number 

of children needing palliative care has increased, as has the severity of need due to 

cutting-edge clinical developments which can prolong the lives of even the most 

complex children (Thompson, 2015; Mitchell, et al., 2018). Overall the prevalence of 

LLC has increased 2.6 times since 2010 (Fraser et al, 2020). The highest prevalence 

of palliative care need was found amongst children of Pakistani origin. However, 

poor recording and missing data were common problems when analysing hospital 

data – with a higher prevalence of deprivation in those children living with LLC 

(Fraser et al, 2020). For the West Midlands region, this relates to 298 child deaths 

from LLC/LTC in 2015/16, with a 5.3% increase in hospital-based deaths (NHS 

England, 2017). The ‘Make Every Child Count’ study predicts a continual increase in 

LLCs with an expected prevalence of between 67.0 and 84.2 per 10,0000 population 

(Fraser et al, 2020). 

 

1.4 Global prevalence  
 

The unmet need for palliative care is substantial, an estimated 40 million patients 

require palliative care annually, with 20 million of these at the end of life. Seventy-

five per cent of the world’s population live in countries that have no or very limited 

access to controlled substances for pain relief. Additionally almost 80% of the need 

for palliative care is in low- and middle-income countries (Clelland et al., 2017; 
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Connor and Sepulveda, 2020). A recent survey revealed a substantial gap in care 

provision, with an estimated 170,000 children dying each year in Europe without 

access to CPC (Arias-Casais et al., 2020). A variety of factors lead to these deficits 

but predominantly poor health care systems, a lack of specialised training and limited 

opioid access are key aspects (Brown et al, 2014). Discussions in the Lancet and 

from international palliative care communities, correlate and advocate for palliative 

care to become an integral part of humanitarian disaster responses (Powell et al, 

2017; Wiseman, 2017). Currently, humanitarian crises prioritise the prevention of 

communicable disease but the lack of palliative care provision may result in missed 

opportunities to minimise symptoms and maximise quality of life (Powell et al, 2017; 

Wiseman, 2017).  

 

 

1.5 Gaps in access to children’s palliative care  
 

There is a growing awareness globally that there are enormous gaps in access to 

CPC (Institute of Medicine, 2003). CPC is complex and multifaceted with many 

ingrained misconceptions. Families’ belief systems and grief may lead them to focus 

on futile care, which can lead to denial, a reluctance to engage with specialist 

services or to give the essential medicines needed to relieve pain. Moreover, CPC is 

compromised by a lack of specialist staff and resources, a lack of education for 

health care providers and negative public perceptions (Connor, Downing and 

Marston, 2017; Collins, McLachlan and Philip, 2018; Friedrichsdorf and Bruera, 

2018). Two high profile court cases (Charlie Gard and Alfie Evans) provide examples 

of extensive negative reporting by the media, which resulted in intense national and 
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international scrutiny and further confusion regarding CPC. Both of these accounts 

were brought into the spotlight following prolonged disputes with medical 

professionals regarding the child’s best interests and parental pleas for futile care. In 

the wake of Alfie Evans death, there were calls for changes to UK law as the 

conclusions drawn by the Court of Appeal, Supreme Court and the European Court 

of Human Rights were seen in opposition to a respect for parental autonomy 

(Wilkinson and Savulescu, 2018). However, lengthy legislative processes are 

distressing for families and traumatic for health care professionals (HCPs) and 

promoting ways to reach decisions without such processes would be optimal. Thus, 

further investment in ethical committees may be necessary to allow for consultations 

to resolve conflict, or to bring in the need for interdependent mediation in the future 

(Wilkinson and Savulescu, 2018).  

 

In such cases as Charlie and Alfie where staff motivations regarding care were 

questioned by the media, more needs to be done to challenge negative perceptions 

and empathise with the real-life situations faced by both parents and HCPs. TfSL 

(2018b) following these cases called for fuller understanding of the important and 

significant roles and work of HCPs in CPC, to enhance the public’s understanding. A 

further consideration within this study is that both Charlie and Alfie’s families could 

speak English and had a good understanding of the roles of HCPs and the wider 

NHS system. For forced migrant families when both elements of language and 

health literacy may be missing or limited, ethical decision making in CPC becomes 

even more complex and potentially traumatic for all involved.   
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Although parental reluctance to seek and accept CPC can be challenging there are 

also difficulties relating to a reluctance to acknowledge the need for CPC within the 

medical profession. This has been documented by Friedrichsdorf and Bruera (2018) 

in the USA. Four main barriers to CPC were discussed in this article; denial (‘we are 

already very good at symptom control’), palliphobia (fear, particularly surrounding the 

consequences of implementation or current care criticism), pallialia (a lack of 

commitment for implementation) and palliactive (regression). These barriers may be 

precipitated by some common misconceptions surrounding CPC. For example, CPC 

is only for children with a malignancy, it only begins when curative treatments stop. 

Further, it can only be provided in a children’s hospital, fear of the use of common 

drugs (opiates), it is too expensive or that involvement in CPC results in the 

shortening of life or giving up of hope (Friedrichsdorf and Bruera, 2018). All of these 

misconceptions can lead to inadequate symptom control in children with life limiting 

disease and a lack of support and coordination of care for families.   

 

1.6 Differences between children’s and adult palliative care needs 
 

Furthermore, The World Health Organization (WHO) (2018) state that salient 

differences between adults and children make children’s care more convoluted than 

that of adults. These differences include a lack of clarity in diagnosis and prognosis 

with uncertainty, particularly surrounding rare genetic conditions and predicted life 

expectancy. A greater emotional burden on families and clinicians is associated with 

CPC, with the need for continual sensitive communication with children and parents. 

Further, an awareness of ethical challenges is needed as well as understanding 

regarding the dependence and vulnerability of children. Added to this are the 
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continual development changes of children and the challenges of age/weight 

appropriate formulations and drug dosages. It is no surprise that all these factors 

combine to give a higher degree of difficulty in clinical decision making and care 

giving (Levine et al, 2013; Weaver et al, 2016; Johnston et al, 2016; WHO, 2018). 

 

1.7 Parental needs when caring for a child with life-limiting or life-
threatening conditions 
  

For parents caring for children with LLC/LTC, the complexity of their child’s illness 

and response to interventions may create unpredictability, which may be complicated 

by long-term grief and unmet need (Carter, 2016; Collins et al, 2016). The significant 

psychosocial challenges of parents are well documented in the literature (Brehaut et 

al, 2009; Ward et al. 2015; Kish et al. 2018; Fraser et al. 2021), with many reporting 

clinical levels of distress, fatigue and below average quality of life (Remedios et al 

2015; Fraser et al. 2021). Other stressors are noted, as Connor et al (2010) 

discusses the life-changing financial and emotional costs to families. The relentless 

nature of caregiving, responsibility and medical intervention parents are often 

expected to perform for their child, may also add to the mental ill health of parents 

(Rallison and Raffin-Bouchal, 2013). In addition to this, dependency on medical 

technology presents challenges for many families as they may need frequent home 

adaptions and feel imprisoned by an increasing presence of technology, equipment 

and carers (Mitchell, 2020). Parental need is varied, but literature reviews in this area 

have discussed themes of; a need for genuine communication, sincere relationships, 

respect as an expert and alleviation of suffering for their child (Melin-Johansson et al, 

2014). More recently, Mitchell et al, (2020) discussed parental experiences in CPC 
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and that families often felt like they were ‘fighting’ a fragmented healthcare system 

which over-focussed on biomedical aspects. In addition is the need for good 

multidisciplinary collaboration, continuity of care (Van Der Geest et al 2014) and a 

refocus upon child and family-centred approaches (Mitchell et al, 2020).  

 

Further, long term and community-based trials also include the effects of physical 

and social isolation for parents, with a frequent exclusion from the workforce and 

pervasive grief (Collins et al, 2016). Liben, Papadatou and Wolfe (2008) add the 

challenges of controlling physical symptoms like pain and fatigue, communication 

difficulties with disabled children and active child involvement in decision making and 

ethical dilemmas regarding the prolonging of life and minimisation of suffering. A 

mismatch between the services offered to parents, standards of care and difficulty in 

gaining or accepting support, are also reported (Collins et al 2016). This is consistent 

with research from the United Kingdom (Wood et al 2010; Price et al, 2011; Price et 

al, 2012). 

 

When considering CPC specifically for forced migrant families, poor or limited 

prognostics, symptom control, resource and accessibility to care in countries of 

origin, increase need when arriving in a host country. Furthermore, a lack of cultural 

health capital may mean forced migrant families are not aware of services that exist 

in their host country and therefore struggle to engage with health care systems and 

meet HCPs’ expectations (Shim et al, 2010). A lack of medical knowledge, 

vocabulary and communication skills can also contribute to the inequalities observed 

(Marmot, 2010). 
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1.8 The impacts of providing children’s palliative care for health 
care professionals  
 

HCPs caring for children with palliative care needs often describe walking a fine line 

between professional and personal boundaries, as these become intricately linked 

through the deep and intense relationships built over lengthy inpatient stays 

(McConnell, Scott and Porter, 2016). However, most challenging for HCPs appear to 

be difficulties in making appropriate end of life and symptom management decisions. 

In a study by Abdin et al. (2021) the complex and emotional strain of such ethical 

decisions was detailed, including the intense support parents need during periods of 

decision making. HCPs detailed the stressful nature of this, with experiences of 

moral distress and anxiety when families insisted on continued interventions against 

the perceived best interests of the child (McCloskey and Taggart, 2010). Further, is 

the obvious grief on the loss of a child, with some HCPs reporting depression 

(Swinney, Yin and Lee, 2007), guilt (Papadatou, Martinson and Chung, 2001), sleep 

disturbances (McCloskey and Taggart, 2010) and being plagued by painful 

memories and reoccurring thoughts (Papadatou, Martinson and Chung, 2001). 
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1.9 Refugee and asylum seeker terminology  
 

This study focussed specifically on forced migrant children and their families. The 

term forced migrant is a general, open-ended term that covers many kinds of 

displacement or involuntary movement, across international borders and inside a 

single country (UNHCR, 2018a). For all forced migrants, pressurised decisions and 

limited choice mean that they feel compelled to leave their homes to ensure their 

own and their family’s survival (Grove and Zwi, 2006). Conditions of conflict, political 

unrest and economic challenges are likely to interact and contribute to such 

decisions (Castles & Loughna, 2005). The term forced migrant includes asylum 

seekers who have lodged an application for protection from persecution (The 

Refugee Council, 2013), refugees whose asylum claim has been successful or who 

have been given refugee status by the United Nations Refugee Agency (UNHCR, 

2016). Within this term are those who seek protection and asylum once inside 

another country, including those who may be unsuccessful (rejected asylum 

seekers) and those who attempt to remain even though they lack the appropriate 

documentation (undocumented migrants). Gibney (2000) explains that a fear of 

repatriation, distrust in government procedures and an unwillingness to be detained 

contribute to the decision to live illegally. Forced migrants without documentation are 

often extremely vulnerable as they are susceptible to exploitation and deception by 

employers, traffickers and members of their own communities (Gibney, 2000).  

 

For undocumented children, their status may have also resulted from being born in 

the UK to irregular migrant couples, their parents being refused asylum or 

overstaying their period of legal residence (Gordon et al, 2009). A recent report into 

the experience of undocumented children in the UK found that children and their 
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families are often living under the shadow of their immigration status, with a 

heightened risk of poverty and limited access to healthcare. Barriers to care were 

noted when primary providers such as General Practitioners (GPs) refused to 

register undocumented migrants without proof of immigration status (Thomas, Jolly 

and Goodson, 2018). De Vito et al.’s (2016) systematic review of access to 

healthcare for undocumented migrants across Europe also identified problems 

because of differing entitlements and other barriers including language and 

communication, a lack of knowledge of the healthcare system and a lack of cultural 

awareness by healthcare providers. 

 

 

1.10 Statistics regarding forced migration to the UK 
 

In the year ending December 2022 there were 74,751 asylum applications, an 

increase of more than 50% in 2019 (The Home Office, 2022).  However, there are 

difficulties with the reliability of statistical data as some routes are classed as 

‘irregular’ or ‘undocumented’ thus limiting data collection (Blinder, 2017). Some 

authors estimate that this may relate to as many as 674,000 people (Jolly et al, 

2020). Of further consideration is the failure of government to adequately process 

asylum seeker claims, with many living in temporary and unsuitable housing and 

40,000 people estimated to be waiting up to three years for an outcome of their claim 

(Syal, 2022). 

 

The journey to the UK is often difficult, long and dangerous as many graphic media 

images have shown (Smith, 2015; Sawer, 2020). Estimates suggest 15,000 deaths 
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have occurred (International Organisation for Migration (IOM), 2017) during the 

process of migration towards an international destination, with 2331 fatalities in the 

first eight months of 2018. Many of these deaths happen at sea, with 45, 755 people 

documented to have arrived in the UK via small boats in 2022 (The Home Office, 

2022). However, this remains an imprecise estimate as not all migration deaths and 

disappearances are reported. For those that do survive the journey, all that was 

familiar has been lost and upon arriving in the UK, asylum seekers frequently 

encounter a legal minefield in an intentionally hostile environment (Mind, 2009).   

 

1.11 Community hostility  
 

Resentment and intolerance towards forced migrants has intensified following the 

Brexit referendum (Kromczyk, Khattab and Abbas, 2021), which gave the public the 

opportunity to vote to leave the European Union. Allen and Ögtem-Young (2020) 

found that notions of ‘otherness’ and ‘foreign-ness’ post-Brexit led to increased 

anxiety, uncertainty and instability for migrants. Access to UK health resources and a 

moral panic over health exploitation were frequent themes in Brexit campaigns 

(Fitzgerald et al, 2020). It is thus unsurprising that fears over health entitlement may 

have heightened apprehension for forced migrants around accessing care.   

 

The hostile environment for asylum seekers and refugees in the UK has been 

described by some as a web of government policies designed to reduce economic 

‘pull factors’ which have been argued, by the Government, to attract disingenuous 

applicants (Mayblin, 2016). The hostile environment has resulted in policies intended 

to make life in the UK so difficult for people who are not documented that they will 
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choose to leave.  Perhaps unintentionally, the hostile environment makes life 

arduous for all people who cannot prove they have the right to live in the UK (Joint 

Public Issues Team (JPIT), 2018). The Windrush scandal, in which individuals of that 

generation or their children were asked to prove their British citizenship and 

detained, deported and/or denied access to medical care when they lacked the 

appropriate evidence, offers a high-profile example of hostile environment policies. 

  

Further fears about problematising forced migrants have been expressed, following 

suggestions of using controversial outposts to ‘process’ asylum seekers as a result 

of the large numbers of safeguarding cases being processed by Kent Council (Steel, 

2020). The often-negative lens of the media may serve to overemphasise problems, 

place blame upon migrants and negate the positive contributions many refugees 

bring to the UK (Stewart, 2003; Department for Work and Pensions, 2010). Recent 

rhetoric that the UK is facing ‘an invasion’ of migrants is one such example, but one 

which Sigona (2022) states instead reflects the UK Government’s inability to 

cooperate with European neighbours on vital aspects of safe migration and security. 

This is further backed by the figures which show that even though small boat 

crossings and asylum applications are high in the UK, the UK has still received less 

applications that Germany, France, Spain and Italy (Sigona and Benson, 2022).  
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1.12 Positive social action  
 

Of further note are the many organisations, which are working towards positive 

social action and highlighting the need for change. The collaboration of charities, 

education sectors, the NHS and NGO’s to create Refugee Week and World Refugee 

Day have brought about many, often creative activities to inspire, provoke-thought 

and raise awareness of the plight of refugees and asylum seekers living in the UK. 

One such innovation is an artwork, created by Turner Prize nominee Mark Titchner 

who created large art installations on prominent windows of refugees’ experiences 

(Maxwell, 2018). One message read “Listen to me. Let me work. Let me pay taxes. I 

am human. I am scared”. The intention is clear, that communication and empathy is 

often sparse, difficult but in grave need. 

 

 

1.13 Migration Trauma  
 

Alongside the acknowledged increased propensity to psychological disorders 

following trauma for forced migrants, is the common issue of poor access to health 

and social care in a country of refuge. Most research seems to concur that barriers 

are extensive and include poverty, administrative problems and communication 

difficulties (Maffia and Conway 2008; Simonnot et al., 2016). 

 

As a result of some of these combined experiences, families seeking asylum often 

have complex and diverse needs (Mind, 2009; Zazai, 2015). These may include 

mental health problems such as depression, isolation and grief following loss of 
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family and friends. Equally there are traumas related to the asylum process including 

lack of access to essential resources such as food, accommodation, employment 

and health services (Children’s Society, 2012). Mayblin et al, (2020) reports on what 

she calls the slow violence of everyday life. She details the intense harms that forced 

migrants experience at the hands of social policy designed to impoverish every 

aspect of daily life. Within her research, one participant described having to use food 

banks due to extreme poverty; “It is a feeling of death … we refugees were not poor 

people in our countries, we just had to escape from death to survive. But you do not 

believe how terrible I felt, standing in the queue in coldness for a bag of food” 

(Mayblin, et al, 2020 p114). Mayblin et al. (2020) also refers to the idea of 

necropolitics, of being ‘kept alive but in a state of injury’ (Mbembe, 2003, p21). 

Necropolitics pertains to the idea that systems which appear to help asylum seekers, 

are actually guilty of an intentional ‘gradual wounding’, both physical and 

psychological, including conditions of impoverishment and endangerment for those 

seeking sanctuary (Mayblin et al, 2020). 

 

Further systemic aspects are those of discrimination and racism within the UK and 

how they influence both policy and public opinion. The Russian invasion of Ukraine 

which began in February 2022, has led to mass displacement of approximately 13 

million people (Sajjad, 2022a). The high rates of refugee acceptance and the 

solidarity for Ukrainian refugees has sparked much debate regarding issues of 

racism in refugee acceptance (Sajjad, 2022b; Reilly and Flynn, 2022). The Ukrainian 

reception presented a notable contrast to that of Afghan arrivals, with a significant 

difference seen in the speed of government policies to enable new arrivals to be 

welcomed and supported even without appropriate visas or passports (Sajjad, 
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2022a; Reilly and Flynn, 2022). The double standards are glaring and with no calls 

for the detainment of Ukrainian refugees, the comments of Bulgarian Prime Minister 

Kiril Petkov appear to echo throughout Europe, “These are not the refugees we are 

used to … These people are Europeans … These people are intelligent, they are 

educated people … This is not the refugee wave we have been used to, people we 

were not sure about their identity, people with unclear pasts, who could have been 

even terrorists” (Majcher, Flynn and Grange, 2020). Further, growing numbers of 

students and migrants also fleeing Ukraine but of African, Middle Eastern or Asian 

descent faced racist treatment, obstruction and violence, which compound the 

differing treatment observed during this crisis (Busari et al 2022).  

 

 

1.14 The Combination of forced migration and children’s palliative 
care  
 

Forced migrant families with children with palliative care needs are likely to have 

experienced the trauma of migration and grief, as well as the fear and loss 

associated with their child’s diagnosis. They may have reduced agency and feel 

disempowered being forced to leave their family, belongings, support and all sources 

of familiarity. The supplementary distress of uncertainty whilst awaiting diagnosis, 

experience of critical illness and periods of instability or separation whilst living in 

fear of their child’s inevitable death may also exacerbate trauma (Verberne et al., 

2019). Additionally, the resources to provide adequate care and support may be 

limited or lacking.  
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The perspectives of forced migrant children and their families are rarely sought and 

thus under-represented in the literature surrounding children’s health (Flanagan and 

Hancock, 2010). There may be many reasons for this including deprivation, limited 

agency and low health literacy. Encompassing LLC and LTC, is the term ‘disability’ 

and its legal ramifications encapsulate children who have palliative care needs. The 

Equality Act (2010) explains that disability relates to individuals who have physical or 

mental impairment, that is substantial and has long term adverse effects on ‘normal’ 

functioning.  

 

For many children receiving palliative care their multi-system impairments often 

result in the need for breathing adjuncts, artificial nutrition, pain and seizure control. 

Children with palliative care needs, will often utilise special school education 

provision and require repeat hospital admissions for deterioration, infection or 

interventions to improve their quality of life (TfSL, 2018a). However, for a child with a 

LLC or LTC complexity, an urgency to care is needed above disability, with 

increased support for the family as the child’s condition is likely to be unpredictable 

and at times urgent. It is thus advisable for children receiving palliative care to work 

between services aimed at LLC, LTC and disabled children, to achieve joined-up 

provision which enables them to maximise their potential and quality of life (TfSL, 

2018a). 

 

Until very recently, disabled asylum seekers were dismissed and disputed, with even 

those working in the sector claiming disability would make the journey to the UK 

impossible (Yeo, 2015). However, it has been suggested that the intersecting 

identities of forced migration and substantial physical/mental impairment, result in 
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diminished agency. Further, a lack of sufficient numbers, resources or allies makes 

asserting their needs and rights unachievable (Yeo, 2015, p1). An additional study 

found that disabled migrants and their carers are often made to feel like a burden on 

society whilst they suffer significant deprivation, isolation and a struggle to meet 

basic needs (Yeo, 2017). The UNHCR’s criteria for resettlement includes complex 

medical needs, inadequate access or treatment and for whom sanctuary may mean 

improvements to quality of life (UNHCR, 2011). For the UK specifically, increasing 

numbers of vulnerable children are expected as the Government committed to 

resettle up to 3,000 at-risk children and their families, which includes medical cases 

(UNHCR, 2018b). The Government are also close to their target of resettling 20,000 

refugees under the Vulnerable Persons Resettlement Programme which includes 

families with children in need of treatment. This becomes of paramount importance 

to this study, as uncovering more about the needs and experiences of forced migrant 

families, is important to understanding how care can be optimised.  

 

Some scholars have explored the palliative care experiences for Black, Minority 

Ethnic (BME) populations. The term BME is often used in public policy and wider 

society when referring to collective ethnic minority populations including people of 

colour and racialised minorities (NHS England, 2022). Whilst many of the issues they 

raise are relevant for forced migrant children and their families, there are also some 

key differences. From the BME literature, the main themes are a lack of facilities, 

support and resources particularly for those who do not speak English and concerns 

about cultural or religious appropriateness of existing services (Kent, 2020). 

Furthermore, common stereotypes surround the prevalence of large multicultural 

family networks who are able to provide care. Such assumptions have been seen as 
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a false justification for limited service provision (Ward, Amas and Lagnado, 2008). 

However for forced migrant families, missing family networks left behind during 

displacement create isolation and a lack of physical, emotional and social support. 

Additionally, negative assumptions in the literature were seen in relation to 

stigmatising attitudes towards disabilities, with care being viewed as a role or duty of 

family members only, within some ethnic identities or heritage (Brodaty et al, 2005).  

 

It is also important to consider circumstantial and contextual issues and the relative 

ignorance of the general population towards disability and its implications (Ali et al, 

2006). One study amongst Pakistani and Bangladeshi families found attitudes 

towards their children were complex and varied and that poor service provision was 

linked to institutional racism rather than family belief systems (Bywaters et al. 2003). 

Ali et al. (2006) considers this further by suggesting that negative attitudes may, in 

fact, result from a complex combination of racism and disablism. Evidence suggests 

that parents from BME communities, in comparison to white families, are less likely 

to access care services and disability benefits (Funk et al, 2010) and less likely to be 

satisfied with care they do receive (Dixon et al, 2015). Yeandle et al. (2007) similarly 

found that services were underutilised by BME families as they were often unaware 

of what was available, services were not felt to be sensitive to their needs and 

service use was restricted due to a lack of information, cost and flexibility. An 

evidence review by Calanzani et al, (2013) reinforces these findings, adding that a 

lack of minority doctors and low availability of professional training in cultural 

competency was problematic for families. In 2020, Kent found that social isolation, 

negative impacts to parental physical and mental health, an underestimation of the 

role of religion and culture, all adversely impacted BME families’ experiences of care. 
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1.15 The Impact of Covid-19 
 

In December 2019, a novel coronavirus was identified in China causing severe 

respiratory disease including pneumonia (Wang et al, 2020). The new variant, 

COVID-19, was discovered to be highly infectious with a respiratory focus. Spread of 

infection was via droplets, predominately through coughing and sneezing (WHO, 

2020). Worldwide attention and a global pandemic were declared upon the 

realisation of the intensity of treatment needed (and high risk of healthcare systems 

becoming overwhelmed). Further considerations included high fatality levels, 

particularly amongst those who were discovered to be at high risk (NHS, 2020a). For 

forced migrant families the increased risks associated with ethnicity were particularly 

apparent. In a large prospective cohort study focusing on Coronavirus in children, it 

was suggested that South Asian and black ethnicities were disproportionately 

severely affected (Swann et al, 2020). Further reports highlighted that many forced 

migrant families were living in such poverty, that they could not afford essential 

cleaning products (Asylum Matters, 2020) and had to choose between hygiene and 

food (Phillimore, et al 2022). In addition, a service evaluation by Chidiac et al, (2020) 

highlighted the suboptimal palliative and end of life care that BME patients received 

during the pandemic. This was due to poorer access to services, a lack of cultural 

sensitivity, language barriers, previous negative experiences and conflicting values 

between family, religion and palliative care (Chidiac et al, 2020). 

 

For children with palliative care needs, families reported that the pandemic had 

made them feel terrified due to their child’s medical complexities and the increased 

risk of death should they catch COVID-19 (TfSL, 2020a). This meant parents 

shielded their children as they were initially encouraged to by the UK government, 
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but this protective response negatively exceeded expectations as some parents 

avoided any form of medical care or contact (NHS, 2020b). Subsequently, this 

resulted in delayed or no treatment for underlying or new conditions (which were 

often not related to COVID-19) and corresponding deterioration and early deaths. 

These cases necessitated the commencement of safeguarding concerns for some 

children which was unprecedented (TfSL, 2020a).  

 

With lockdown for the UK becoming mandatory in March 2020, many families 

became isolated and overwhelmed without their usual support (Hill, 2020; Johnson 

et al., 2020; TfSL, 2020b). It became necessary for care to be offered in new formats 

such as the use of video clinic appointments and counselling, food parcel deliveries 

to the door step, virtual support groups and an increased reliance on community 

nursing, as other agencies struggled to provide face to face care (Ellis and Lindley, 

2020; Royal College of Nursing (RCN), 2020). In addition to these aspects, forced 

migrant families described inadequate living conditions and intensified poverty during 

lockdown, with some believing they had been abandoned during the crisis 

(Phillimore et al, 2022). The shift to online provision of many services had 

implications for those lacking digital skills, hardware, or data as they became 

excluded from online support groups, in one report they described “long days alone 

… overthinking their past and worrying about their future” (Phillimore, et al, 2022, 

p11). 

 

Usual drug supply also became an issue particularly in terms of pain relief, with 

increased global demand. Brexit changes to supply and stock storages meant some 

children had to swap medications and manage new challenging side effects 
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(Studman, 2020). In addition, the evolving nature of palliative care conditions and the 

associated guidance for those working across settings such as hospitals, the 

community and within special schools created challenges.  Regulatory guidance was 

particularly contradictory with many variants in the necessary Personal Protective 

Equipment (PPE) and which procedures were classed as higher risk - aerosol 

generating procedures (AGP) (Royal College of Nursing (RCN), 2020).  Such 

inconsistencies only served to increase HCPs’ frustration, anxiety and fear for 

themselves and the children they cared for. A further important aspect of 

consideration was the impact that PPE had on communication, particularly 

compassionate communication and non-verbal aspects which some children and 

families may have relied upon. The need for HCPs to enhance ‘purposeful 

expressive’ eye contact, enhanced empathy and appropriate touch was discussed, in 

order to bring comfort and alleviate fear (Groot-Alberts, 2020; Parry, 2020). 

 

For forced migrant families, aspects of the COVID-19 pandemic appeared to mirror 

the fear and uncertainty of being detained, serving to increase and magnify the 

intensity of such oppression (Hamid, 2020). Further literature suggests that 

continued fear of deportation kept many forced migrants from seeking medical help 

and left them suffering in silence (Parveen, 2020). In the study by Phillimore at al. 

(2022) enforced isolation, limited freedom and lack of support activated painful 

memories of conflict and torture and a feeling of having to protect themselves from 

violence.  
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1.16 The limited evidence base for care 
 

Within the literature, there remains little evidence or guidance surrounding the care 

of children at the end of their life and after death. Much of the evidence that is 

available has been drawn from a professional consensus of clinical practice and from 

the wider literature on death and dying. Similarly, NICE guidelines (2016), whilst 

initially welcomed, with a view to standardising care, equitable provision and 

consistency, have now been criticised. A review of the guidelines in the BMJ 

discussed that whilst some recommendations are based on systematic reviews, 

most of these were of low or moderate quality and thus many recommendations fell 

to expert opinion (Villanueva et al, 2016). The disadvantages to such an approach 

are the limited evidence base for care and the insufficient research rigor by selecting 

rationed and often individualistic viewpoints (Villanueva et al, 2016).  

 

When considering the cultural needs for families experiencing palliative care, the 

report and clinical documentation published by TfSL (2007; 2012) and The RCN 

(2012) advocates for the importance of communication, religious and spiritual care, 

with a focus on needs, wishes and beliefs. Looking more widely at adult palliative 

care guidance, due to the limited clinical documentation specifically aimed at 

children’s palliative care. One review within the BME community, details problems 

with access to and provision of palliative care, poor monitoring of ethnicity, limited 

translators, mistrust and poor communication with assumptions and stereotypes 

permeating (Calanzani, Koffman and Higginson, 2013). A report which examined 

Muslim family’s beliefs with children, families and adult patients also highlighted 

barriers to accessing care. These included reputation, community expectations, 

awareness of services, geography, education and confidence (Woolf Institute, 2015). 
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As a result of such findings and the current absence of literature surrounding forced 

migrant families receiving children’s palliative care, the rationale for this study is 

stressed. Presently, there is no data on the numbers of forced migrants with CPC 

needs and no research into their care or experiences of palliation in the UK. 

However, there is little doubt that palliative care coupled with forced migration is 

likely to exacerbate already complex problems and impact upon family health and 

the provision of care.   
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Chapter Two: Study Paradigm and Framework  

2.0 Introduction 
 

The study paradigm and theoretical frameworks for this study were considered early 

in my doctoral studies to ensure relevance and application throughout the study. The 

considerations made will thus now be discussed in detail. The paradigm for this 

study comes from an ontological viewpoint of relativism, the belief that multiple 

realities exist within individual contexts (Guba, 1990); and an epistemological view 

that such realities need to be interpreted. My doctoral study explored the views and 

experiences of forced migrant families and those who care for them, in children’s 

palliative care. As such there was the potential for participants to provide multiple 

views and experiences dependent upon their individual perceptions and 

experiences. However, such realities may not be concrete and may be further 

refined over time, as values may be shaped by evolving influences or changes in 

knowledge, politics, culture, the economy and by ethnic and gender beliefs (Danks, 

2019). 

 

2.1 Ontology and epistemology  
 

The ontology and epistemology together combine to form the research paradigm of 

constructivism, considering that we construct our realities together with other people 

(Kivunja and Kuyini, 2017). As a result, an inductive approach to my doctoral 

research was needed in order to explore these multiple realities. However, such 

interpretation is heavily dependent on the relationships between researcher, the 

research subject and participants. Subsequently the study needed to be guided by 



30 

 

processes of reflexivity to ensure previous knowledge and experiences could be 

reflected upon and their influence to the research process, acknowledged and 

mitigated (Briscoe, 2013). Chapter five offers further clarification of the approaches 

utilised.  

 

2.2 The Importance of Theoretical Frameworks  
 

A theoretical framework was needed for my study to inform, guide and underpin the 

qualitative inquiry (Meyer and Ward, 2014). A theoretical framework helps to 

construct the philosophical basis for the research (Anfara and Mertz, 2006). Many 

scholars consider a theoretical framework to be important to a research study, as it 

can help to enhance criticality and the robustness of evidence. These aspects are 

enhanced by influencing how evidence is collected, analysed, used and 

comprehended (Bradbury-Jones et al, 2014).  In order to use the most rigorous 

methods, a theoretical framework to underpin this study was chosen early, in order 

to drive the entire process and be visible throughout (Anfara and Mertz, 2006). Early 

utilisation aims to fit with the highest suggested level of theoretical visibility typology; 

level five. Within level five, the theoretical framework is consistently applied and 

directs each phase of the research process (Bradbury-Jones, 2014). 

 

The right fit for a theoretical framework with my study was important and so a variety 

of frameworks were considered. These will now be discussed in further detail and 

are outlined in Appendix One with relevant details, limitations and considerations 

particular to this study. Many theoretical frameworks could have been considered 

here, but I specifically wanted to use a model which acknowledged the cultural 
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influences upon healthcare, to ensure relevance and sensitivity particularly to the 

forced migrant participants of this study. 

 

2.3 Cultural Competence  
 

One of the first models considered was that of Cultural Competence. This model 

dates to the early 1970s when mental and social health services were struggling to 

practice successfully with East Asian refugees. The new refugees presented with 

different languages, perceptions and complex and varied needs, which services and 

HCPs were not prepared for. The focus of the Cultural Competence model is on the 

individual and based around awareness, knowledge, education, attitudes and skills 

(McKenzie, 2008). The Cultural Competence model acknowledges that there is a 

need for individual HCPs to be aware of the impact of culture. Further, is a 

responsibility, which is both individual and corporate, to ensure patients are 

respected (The Joint Commission, 2010). Core concepts include cultural desire, 

which details an individual’s motivation to learn and enhance their knowledge about 

culturally diverse patients. The model states that without cultural desire, further 

growth may not be possible. However, there appears to be a lack of clarity around 

the term Cultural Competence, with Jeffreys and Dogan (2012) acknowledging the 

multifaceted nature of the term and thus of developing competence. Racher and 

Annis (2007) argue that the term Cultural Competence implies that one knows or has 

mastered another’s culture and has somehow completed a skill set similar to that of 

learning how to give medications. Racher and Annis (2007) suggest such 

assumptions have implications for a continued willingness to learn more. Isaacson 

(2014) further suggests there is thus a potential for an overestimation of personal 
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cultural competence levels, which may encourage arrogance and further precipitate 

cultural misunderstandings.  

 

In addition, it also been suggested that the Cultural Competence model could create 

prejudice or unfair stereotypes towards ethnically diverse groups, which may lead to 

an exaggerated and simplistic notion of ‘cultural difference’ creating a ‘them and us’ 

mentality and thus leading to ethnic reductionism and stereotyping (Culley, 2014).  

 

Further problems surround the missing elements of social inequality which is largely 

ignored by the model, as it is assumed individual knowledge and self-confidence are 

enough to bring about change (Kumas-Tan et al, 2007). In addition to this is the 

more pragmatic issue of learning about families from diverse cultures in an evolving, 

superdiverse environment. Such an environment makes learning and utilising 

knowledge about different cultures almost impossible, as the diversity of ethno-

national backgrounds increase, but also co-exist, with many people having a mixed 

and thus highly individual heritage (Levi, 2009). Lekas, Pahl and Lewis (2020) 

suggest that Cultural Competence fails to understand the evolving nature of culture 

and instead offers a view that a core set of beliefs and values remain unchanged, to 

be rope learnt. Further criticisms include the realisation that health inequalities have 

not been reduced despite the introduction of Cultural Competence training in most 

health and social care institutions (Brach and Fraserirector, 2000; Smedley et al, 

2003). As such, further research may be needed to evaluate the benefits of the 

sustained use of this model (Chang, Simon and Dong, 2012). 
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2.4 Cultural Health Capital 
 

The second framework examined, Cultural Health Capital, was introduced by 

Bourdieu in 1977. Cultural Health Capital focuses on medical professionals’ 

interactions with ethnically diverse patients and how the use or absence of shared 

vocabulary, medical knowledge and information can impact on the care given to 

patients in a healthcare setting. The model also explores verbal and nonverbal 

communication skills, interpersonal rapport, attitudes, behaviours, empathy and trust. 

It details that when these characteristics differ between clinician and patient, 

problems can accumulate. Conversely, when Cultural Health Capital factors are 

nurtured by patients and clinicians, they may result in the most ideal health care 

relationships (Shim et al, 2010). This model also sees Cultural Health Capital as a 

factor, which may therefore favour the well-educated and so potentially contribute to 

the accumulation and exercise of power and the maintenance of inequality (Wall, 

1995). The advantages of the Cultural Health Capital model however, lie in its 

potential to help researchers to understand how broad social inequalities operate in 

patient-provider interactions and shape the content and tone of health care 

encounters. Cultural Health Capital also recognises that stereotypes should be 

countered and does this by showing standard markers of social status, structures, 

agency and health care interactions. Within this premise is also the 

acknowledgement that there will always be instances of patients who despite being 

afforded every advantage, struggle; and conversely patients who overcome 

significant obstacles (Shim et al, 2010). However, limitations include an opposition to 

the interpretative nature of this particular study, in that Cultural Health Capital 

contests individualistic notions of culture and instead takes up the concept of culture 

as a shifting, emergent set of resources which are critical to the pursuit of privilege 
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and the exercise of power. Further to this, the concepts of habitus, cultural capital 

and field, which focus primarily on how systems of inequality are reproduced and 

perpetuated over time, leave little room to consider the processes of structural 

change (Dubbin et al, 2013).  

 

 

2.5 Cultural Safety  
 

The third model considered was Cultural Safety. Cultural Safety has been pioneering 

in Australasia where it was first coined by a medical student who wondered why safe 

practice, safe knowledge, ethical and legal safety are considered but not Cultural 

Safety (Waimanawa, 1988). The premise of the Cultural Safety model is that health 

care needs to be safe for the patient and they thus need to be the focus rather than 

the health professional. However, in order for this theory to operate, it requires 

authentic personal reflection on culture, power imbalances and personal preferences 

which may be difficult to uncover, as often these are subconsciously ingrained. The 

model also requires grappling with complicated and controversial issues such as 

inequality, conflict and historical oppression. Cultural Safety has a further emphasis 

on personal and organisational responsibility in the provision of culturally sensitive 

care (Pirhofer et al, 2022). Cultural Safety acknowledges the fluidity of culture, 

however because this model deals with sensitive and threatening issues, it requires 

creative and sophisticated methods for effective implementation. Wilson et al (2022) 

analysed Cultural Safety education within indigenous health education programmes 

and found that even when Cultural Safety approaches are well established, changes 

to practice still required leadership for a multi-system approach, critical pedagogy 
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and commitment by nurses. However, Pirhofer et al (2022) found that when quality 

management processes such as patient feedback, observation, adaptation and 

personal reflection were utilised within the Cultural Safety model, achieving culturally 

sensitive care was far more likely. 

 

A study by Arieli (2012) explored some of the key issues associated with the Cultural 

Safety model, including the ‘ambassador’s dilemma’ here an educational intervention 

which aimed to increase student’s self-awareness resulted in a fierce battle of each 

sub-group to represent their own cultural beliefs. The researchers themselves feared 

this had actually served to strengthen the negative stereotypes that already existed 

within the society studied. The second theme ‘one big family fantasy’ explored cross 

conversing resistance. This resulted in limited interactions between groups with 

uncomfortable dynamics and the denial of conflict and class division by those 

involved in the study. Further, the presentation of controversial vignettes also led to 

difficulties in discussions and appeared to result in residual turmoil. Overall, the 

study presented some honest conclusions and found that when discussing 

something as sensitive as personal identity, it was difficult to create conditions in 

which people could respect others but still talk freely about their own identities (Arieli, 

2012). 

 

2.6 Cultural Humility  
 

Cultural Humility was the fourth model explored and comes from a Central American 

philosophy based around providing medical education in a shift away from traditional 

Cultural Competence frameworks. Cultural Humility offers a framework for lifelong 
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learning involving a process of self-reflection and self-critique which requires 

introspection and co-learning (Tervalon and Murray-Garcia, 1998). The framework 

includes the following attributes; openness, self-awareness, egoless (humbleness), 

supportive interactions and antecedents (diversity and power imbalance). Positive 

consequences of utilising the model are discussed as; mutual empowerment, 

partnerships, respect, optimal care and lifelong learning (Foronda, 2016). However, 

the poignant descriptors illustrate a grand but possibly unobtainable concept; a belief 

system of equal human rights with flattening of any hierarchy or power differential, 

which may be especially challenging within pre-existing medical and health 

structures. Another element of the model which may challenge medical professionals 

is the idea of learning from and with patients and being open to a humble, ‘I do not 

know’ stance to allow patients to educate them. Equally, the lifelong and thus ‘no 

end’ element to the model may also be challenging and different from traditional 

health care competence-based education. However, Chang, Simons and Dong, 

(2012) highlight that whilst the mastering of Cultural Humility involves the application 

of compassionate and humble hearts (which is not always easy), without elements of 

this philosophy, we run the risk of treating illness and not understanding our patients. 

Markey (2020) relates Cultural Humility to a need to alter ‘hearts and minds’, she 

suggests a solution in closing the gap between definitions and application to practice 

may lie in exploring the teaching of moral reasoning as a catalyst for culturally 

responsive care. Such an approach would incorporate teaching through scenarios 

and simulation, elements of moral motivation, sensitivity, character, judgement and 

behaviour to better meet the needs of ethnically diverse patients. However, this 

would need dedicated and risk-free time to reflect, review, discuss and debrief which 

may prove challenging and time consuming for educators. 
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At the early stages of my PhD, as a new nurse researcher, the idea of life-long 

learning which involves a journey of personal growth was appealing and the Cultural 

Humility framework offered a good basis for personal reflection and reflexivity 

(Yeager and Bauer-Wu, 2013). The use of Cultural Humility by nurse researchers is 

also advocated as an essential component in implementing meaningful and ethical 

research and to better address health inequalities (Yeager and Bauer-Wu, 2013), 

(practical applications of the Cultural Humility model are seen in the sections on 

Positionality and Reflexivity (Chapter Five) and Silences Dialogue (Chapter Nine). 

 

2.7 Social Justice Framework 
 

Following Cultural Humility, Nancy Fraser’s Social Justice framework was explored. 

The Social Justice framework discusses commonalities around social injustice in 

terms of the recognition of cultural difference (the equal acknowledgement of 

different identities/groups within a society). It also explores the need for economic 

redistribution (in terms of a more equitable allocation of resources) (Fraser, 2000). A 

further stage is linked to political representation, with the need for parity of 

participation for just conditions to be met. For example, objective conditions such as 

independence and voice, are needed as well as inter-subjective conditions such as 

equal opportunities for all. Fraser also describes corresponding forms of injustice: 

maldistribution, misrecognition and misrepresentation. Whilst many of these 

elements are relevant to the participants of this study, Fraser’s model (2003 and 

2008) focuses on structures not individuals that produce inequalities, i.e. the ability to 

vote, international influences. Whilst it is essential to consider societal structures and 

be able to analyse claims and thus assess and evaluate justice, it has been argued 
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that Fraser’s approach has the tendency to shift the focus away from individual 

experiences and in so doing negate lived realities (Fraser and Honneth, 2003). 

Individual experiences are so fundamental to this particular study and my research 

philosophy, that not considering them fully creates a significant drawback to the 

model’s use herein.  

 

2.8 The Silences Framework  
 

The final model examined, the Silences Framework by Laura Serrant (then Serrant-

Green) stood out from the other models as it appeared to fit with both the practical 

methodological underpinning and my motivation and philosophy for this study. The 

Silences Framework also appeared a good fit as it focuses on research issues which 

are under-researched, silent in policy discourse and marginalised from practice. The 

Silences Framework offers an anti-essentialist approach which suggests that 

research and experience are both ingrained within context, with the researcher 

playing a central role at all stages of the research study (Serrant, 2020). As such it 

correlated well with the Interpretative Phenomenological Analysis (IPA) methodology 

of this study, which sees interpretation as a fundamental element of how we 

structure and make sense of our lives.   

 

The Silences Framework describes Screaming Silences, which ‘scream out’ to the 

individuals experiencing them but often need to be uncovered by the outside world 

and researchers (Eshareturi et al, 2015). The ‘listener’ is therefore the person who 

identifies priorities or responds to a particular ‘silence’ (Serrant-Green, 2011).  The 

Silences Framework revolves around marginalised discourses which are so labelled 



39 

 

as they are less prioritised by policy and appear undervalued, absent or invisible 

(Foucault, 1972; Ifekwunigwe, 1997; Afshar and Maynard, 2000; Serrant-Green, 

2011). The relevance of the marginalised discourses debated, owe their importance 

chiefly to the severity by which they are marginalised and opposed by mainstream 

views (Tremain, 2008). Individuals described within such discourse often have little 

power to act and have a ’voice’ or say regarding their care or needs and as such 

experience extraordinary inequalities (French, 2010). 

 

2.9 Stage by Stage Synopsis  
 

The Silences Framework uses a four to five (as individually relevant) stage approach 

which moves from accepting the values and experiences of the participants in equal 

measures, to established concepts (French, 2010). Stage One (Working in Silences) 

highlights the need for both individual experiences and social contextualisation, in 

order to see the research within the time it will take place.  As well as traditional 

reviews of the literature, Serrant (2020) also advocates for the inclusion of personal 

experiences particularly of the marginalised, which may mean going beyond 

academic or published sources. The aim is to work closely within the ethos of 

intersectionality by valuing lived experiences alongside theoretical debates (Cole, 

2019). This means not only reviewing the sources of information but also 

interrogating the surrounding structures or assumptions in order to expose the social, 

political, psychological and clinical antecedents to the study. In this way, Rossetto et 

al (2018), who used the Silences Framework to explore Tuberculosis, and HIV/AIDs 

co-infection in Brazil, argued that researchers are able to engage with the 

complexities of societal interplay and challenge the limitations of any dominant 
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perspectives. Exploring such interplay, gives an opportunity to critique and question 

past approaches to forced migrant health, whilst still being centred in the reality of 

present power imbalances. Or as Nyashanu et al (2020) articulate, offering a vision 

of both the dominant and marginalised views by exposing the multiple realities that 

exist within a group or society. Such concepts fit well with the interpretative research 

paradigm of this study, which sees truth as multiple realities that are socially 

constructed and individualistic in nature.  Rosenthal and Lobel, (2016) suggest the 

approach, offered by the Silences Framework in Stage One, can support 

simultaneous consideration of theory and practice and the avoidance of fragmented 

representations. 

 

Stage Two (Hearing Silences) focusses on researcher position or location within the 

study, including researcher identity, research subject and participants. Serrant 

(2020) advocates the importance of exposing any silences which may exist in any of 

these areas. Exposure of silences can allow for a clear consideration of ethnic or 

cultural sensitivities creating a clearer context and research methodology to be 

understood and utilised.  

 

Stage Three (Voicing Silences) explores the power structures within the research 

study with a need to transfer power to participants, to truly value their voices. At the 

heart of the Silences Framework and this specific stage, is the desire to locate and 

hear the ‘silent voices’ embedded in a particular issue. The ‘silence voices’ concept 

aligns well with this study, which focusses on the forced migrant child with palliative 

care needs and uses creative approaches to enable a greater depth of expression. 

Stage Three also considers the significance of creating an advisory group to help to 
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redress power imbalances and inequalities, by further valuing the participant’s 

viewpoints from the beginnings of question formation through to final research 

dissemination. Within this study different advisory groups have been included in 

varied aspects and stages, these are summarised in Appendix Seven and further 

detailed in Chapter Nine – Silences Dialogue.  

 

Advisory group involvement was essential to the philosophy of this study and aimed 

to increase the participation and influence of different members’ areas of expertise 

(NIHR 2014; Serrant, 2020). Advisory group members thus included children/young 

people, refugee and asylum seekers, parents, siblings, those who are bereaved and 

HCPs with specialist expertise in palliative care. The investment and additional time 

needed for such sustained involvement, comes from a recognition that those who 

are best placed to inform care are those who have experience of giving and/or 

receiving such care (Grant and Ramcharan, 2010). As such, advisory group 

involvement aimed to ensure working together, sharing, negotiating and 

collaborating in as many aspects of the study as possible (Auckland, 2010; Hogg, 

2015). Working with advisory groups provides a distinct move away from research 

which sees participants as objects of enquiry, towards a view that participants are 

experts with a unique perspective and insight into their own reality (Shaw, Brady and 

Davey, 2011; Serrant, 2020). 

 

Stage Four (Working with Silences) focusses on the final discussion aspects 

including the broader theoretical and philosophical frameworks and broad reflection 

on the potential contribution of the study. A key element of this stage is to consider 

the value of the study and how it may have changed understanding of the lived 
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experiences of forced migrant families in children’s palliative care, alongside an 

acknowledgement of what still remains hidden (Serrant 2020, p7).  

 

Stage Five (Planning for Silences) may not be applicable to all studies, but aims to 

explore any actions from the research with a focus on recommendations for future 

service delivery or community action (Serrant-Green, 2011). All of the stages and 

how they have been applied to this study specifically are summarised in Figure Two.
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Figure Two - Silences Framework and Application within this stud
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2.10 Silences Framework critique  
 

Whilst the Silences Framework appears a good fit for the study, it does have some 

limitations; the relatively new nature of the framework makes critique of its 

application narrower. One study which has looked at the applicability of the 

framework in research practice is that of Janes, Sque and Serrant, (2019). A key 

discussion in this paper involves the benefit of the Silence Dialogue and Collective 

Voice’s processes. Such a process within the cyclical data analysis phase can be 

used to stimulate member checking by those independent to but offering potentially 

important reflections by utilising their lived expertise (Connelly and Yoder, 2000). 

The use of a Silences Dialogue was also felt to enhance the trustworthiness of 

Janes’ study and was valuable to her as another researcher was not needed for 

independent analysis (Green and Thorogood 2014).  

 

In my study, the Silences Dialogue stage was helpful in valuing and implementing 

advisory group feedback, but also because IPA methodology does not advocate 

traditional member checking, as this is thought to refute the important role of 

researcher interpretation within the research process (McConell-Henry, Chapman 

and Francis, 2011). However, Janes et al (2019) state that the Silences Dialogue 

stage of the framework can lead to confusion. For her, peers assumed this would 

form part of the data collection process linking it to reviewer feedback, rather than its 

intention to inform data analysis and interpretation. The careful explanation of this 

element is thus included to avoid such assumptions. A further limitation of the 

framework appears to be the multiple ways it has been applied, with some authors 

showing diagrams of the stages which do not align. Whilst a benefit may be seen in 
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the flexibility of its application, without the feedback loops suggested between stages 

(four to one and two to four), the impacts of the completed research and the impact 

of time upon the current research, respectively could be missed (Figure Two 

demonstrates the interlink between these stages with two dotted arrows).  

 

My study was closely aligned with the Silences Framework as it explores marginal 

discourses and how healthcare policy and practice choose to address the health 

needs of forced migrant children and their families when they experience children’s 

palliative care. By utilising the Silences Framework, it crucially, as per the aim and 

research questions of the study, helps to seek out the presently unknown and 

unspoken.  

 

2:11 Research Aim and Questions 
 

The aim and research aims of the study include: 

Aim: To understand the care experiences of forced migrant families in the context of 

children’s palliative care. 

 

Research questions are in the context of children’s palliative care for forced migrant 

children and their families and in a range of settings including hospital, hospice and 

community care; 

1. What factors optimise or hinder care for forced migrant children and their 

families? 

2. How can the voices of forced migrant children and their families be best 

reflected or represented in research concerning their experience?  
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3. What factors do children’s palliative care professionals believe optimise or 

hinder care for forced migrant children and their families? 

 

The Silences Framework intends to empower researchers to consider the positioning 

of power within their research. My research questions focus on facilitating a power 

shift of expertise to forced migrant children and their families, and advisory group 

members, thus giving voice to their experiences which are often hidden, devalued 

and thus ‘silenced’.  
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Chapter Three – Systematic Review of the international literature 

3.0 Systematic Review method 
 

 

Following consideration of the background to this study and upon reflection of the 

Silences Framework emphasis on uncovering marginalised discourses and 

highlighting the rationale for the study, it was considered important to thoroughly 

understand and review the literature. As such a systematic review was conducted 

with the aim of giving a clear and comprehensive overview of the experiences of 

palliative care for forced migrant families at this time.  

 

Forced migrant families are not currently consulted regarding their care needs in the 

UK and whilst little evidence base for CPC exists, best practice is varied and 

inconsistent. As a result, a systematic review on the experiences of forced migrants 

in children’s palliative care was conducted to ascertain the current gaps in the 

literature.  

 

This chapter will thus give an extended and updated review of the published version 

found in Appendix Two (Clancy et al. 2020). 

 

3.1 Aim of the Systematic Review  
 

The aim of the systematic review was to explore the experiences of palliative care for 

forced migrant children, families and those who care for them, alongside present 

hindrances and examples of high-quality care. It is hoped such exploration may help 
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to inform future practice for the health care professionals who care for forced migrant 

families. Subsequently, the review aimed to address the following question:  

 

‘What is known about the experiences of children’s palliative care for forced 

migrant families and their health care providers?’ 

 

3.2 Search strategy   
 

Methods included using PEO (Population, Exposure and Outcomes) variables to 

form a wide-ranging search strategy, clear search terms and consistent inclusion and 

exclusion criteria (Ten Ham-Baloyi & Jordan, 2016). Seven databases were 

searched alongside snowballing techniques and searching of the Cochrane 

Database and Google Scholar to identify any potentially relevant additional or grey 

literature.  

 

English Language format records were initially searched for peer reviewed empirical 

primary research for the period covering January 2008 to October 2018 and 

subsequently from November 2018 to November 2022. Table Two details the 

inclusion and exclusion criteria alongside their rationale. 
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The search strategy involved the initial use of Mesh headings (database taxonomies) 

to commence the search, with the additional of extra terms to capture additional 

material. Search terms were refined following each search as terminologies 

surrounding CPC and migration are wide-ranging and vary internationally. New 

terms were added with searches rerun and the process replicated until no new 

articles were identified, all search terms remained consistent when rerunning these 

searches (Figure Three). 
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Figure Three – Key words/search term
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3.3 Prospero  
 
 
Registering the review in Prospero (Appendix Three) enhanced the rationalisation for 

the study as it accentuated the gap in the literature, decreased the likelihood of 

repetition and provided methodological pellucidity. The review protocol was 

developed iteratively refining processes and transparency as work progressed.  

 

 

3.4 Search outcome 
 

From 2008 to 2018, 422 articles were retrieved, following the exclusions outlined, 18 

studies described in 20 articles were critically appraised using the Mixed Methods 

Appraisal Tool (MMAT) (Hong et al., 2018). 20 articles were produced because 

authors Kvarme et al. (2016), Kvarme, Alebertini Früh, & Lidèn, (2017) and Wolff, 

Pak, Meeske, Worden, & Katz, (2010) and Wolff, Pak, Meeske, Worden, & Katz, 

(2011) used the same data to publish two separate articles. 

 

From 2018 to 2022 a total of 309 articles were retrieved, a vast increase in literature 

published about migration and refugee health was noted in this period. The 

increased needs identified during the Covid-19 pandemic and the current conflict in 

Ukraine, may explain this general increase. In terms of relevance to this study, much 

of the literature analysed was either not specific to palliative care or forced migrant 

populations. Also, of note was a significant number of papers which were excluded 

as they were not primary empirical research, with many reviews and conference 
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abstracts. Of the articles retrieved, four were critically appraised using the MMAT 

tool. 

 

 

3.5 Prisma diagram  
 

The PRISMA diagram helped the appraisal of articles and ensured selection based 

on sensitivity and specificity (Moher et al, 2009). The original and subsequent search 

are further detailed in Figure Four.  
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Figure Four – Prisma Diagram (adapted from Page et al. (2021)
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3:6 Quality appraisal 
 

Appraising the quality of methods utilised in each study of the review was essential 

as overstating the effectiveness of interventions is common in studies that are not 

conducted meticulously (NHS Centre for Reviews and Dissemination, 2009). An 

appraisal tool to evaluate empirical qualitative, quantitative and mixed methods 

approaches was required and so the MMAT appraisal tool (Hong et al., 2018) was 

selected. MMAT gives step by step guidance of the appraisal process and clearly 

explains how to make objective decisions. All three of my doctoral supervisors 

appraised each study in the review and two supervisors checked at random for 

consistency within four papers. This process ensured the review was robust and 

reliable and that any differences of opinion were reflected upon until a consensus 

was reached.  

 

Each study in the review was scored individually for quality (in research design, 

methodology and rigour) and usefulness (applicability to this study) (Daniel, Taylor, & 

Scott, 2010, 2011; Taylor and Scott, 2012). When assessing quality, scores of one 

related to a rigorous study in which any bias relating to the research design or 

implementation had been addressed; scores of two showed consensus with design 

and methods and efforts to minimise bias; a score of three was applied when studies 

showed unsatisfactory criteria of rigour, did not tackle bias or were flawed. 

Relevance and usefulness to the subject area was scored using: one to show 

particularly useful and relevant studies; two indirect relevance but some useful 

information; and three minimal relevance. Studies which scored three for either 
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quality or usefulness was omitted from the review. Results can be found in Table 

Three, with studies from 2018-2022 denoted by blue shading. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 





58 

 

3.7 Data Extraction 
 

It was important to ensure the selection process increased the objectivity of the 

review by having an explicit inclusion/exclusion criteria which was free from any 

researcher preferences (or bias) (NHS Centre for Reviews and Dissemination, 

2009). Preliminary decisions were based on titles and abstracts, with thorough 

assessment to aid inclusion and exclusion concurrence. When uncertain the full text 

of the article was explored to ensure articles weren’t excluded inappropriately.  

 

The extraction of information from each article was curated in a table (Table Four), to 

highlight salient points from each study and ensure a standardised, consistent 

approach which aimed to improve the validity and reliability of methods (NHS Centre 

for Reviews and Dissemination, 2009). 

 

Table Four – Data extraction table 

Study details 

(Aims, reference, location, author details, 

peer reviewed article?) 

 

 

 

Context and participants 

(Setting, intervention, participants) 

 

 

Study design and methods 

(Sampling, data collection and analysis, 

theoretical models? Methodologies, methods) 

 

 

 

Findings 

(Key themes, concepts, recommendations) 

 

 

Quality of the study 

(Limitations, data/reporting) 
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At the end of the process a table was produced including all studies, this was divided 

between HCP-specific and family-specific studies and with studies from 2018-2022 

denoted by blue shading (Table Five).
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3.8 Synthesis 
 

Following data extraction a thematic analysis was carried out to identify the themes 

of each study, followed by analysis to identify any relationships between the findings. 

Braun and Clarke (2022) guidelines were utilised to ensure the themes accurately 

summarised the documented findings. Initially, this involved reviewing each study 

individually and coding the author(s)’s themes with simple terms to summarise each 

findings section (Appendix Four). This was undertaken for each paper separately 

and codes were then reviewed to see how they integrated together, checking and 

rechecking to ensure the codes accurately summarised the findings.  

 

Following this, an analysis of the frequency with which themes appeared in different 

papers was conducted, alongside a reflection of the significance and relevance of 

each theme (Appendix Five). At this stage, themes that might be amalgamated were 

identified where they were similar or part of a pattern (Aveyard, 2018). Next, theme 

names were examined to ensure they best fit the content included. Through ‘working 

back and forth’ dynamically within the data, robust themes were created (Lincoln, 

Guba, & Pilotta, 1985, p. 342). Following this stage was the integration and 

interpretation of studies within the review, taking account of any similarities and 

inconsistencies (Braun and Clarke, 2022). This involved looking at the themes 

across the studies and rather than being a simple tabulated process, it involved the 

recognition of relationships across the themes and the dynamic processes involved 

within the research findings (Appendix Six). 
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3.9 Results 
 

Table Five provides an overview of the 18 + four new studies included. Articles 

originated from a multitude of countries (America n=7, Canada n=7, Sweden n=2, 

Australia n=3, Norway n=1, Jordan n = 1 and Italy n =1). Twenty were qualitative, 

with two mixed methods studies. The qualitative studies offered a variety of research 

approaches. Whilst some adaptability of research approaches can allow for a certain 

amount of flexibility (Bradbury-Jones et al., 2017), it can also cause confusion. The 

diversity in approaches showed broad scoping methodologies which offered little 

transparency regarding the methods used. It was hard to find a rationale for sample 

size or know whether the methods utilised were appropriately rigorous to validate the 

claims made (Kim, Sefcik, & Bradway, 2017). Furthermore, although many studies 

were interpretative in nature none described reflexive approaches. 

 

3.10 Recruitment issues 
 

When analysing the studies within the review, there appeared to be several issues 

with recruitment. Two studies (Contro et al, 2010 and Davies et al 2010) used a 

retrospective design only recruiting families post child bereavement. Whilst this may 

have been implemented to offer a sensitive and seemingly less traumatic approach 

to bereaved families, it may have created recall bias (the failure to accurately 

remember a past event/experience). However, some scholars would suggest the 

memory surrounding the death of your child is so distinctive, vivid and emotive that 

any recall bias would be minimal (Bartlett, 1932; Kensinger and Ford 2019). Further 

recruitment issues included a lack of male respondents with the voice of fathers 
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being distinctly absent. In addition to this was a lack of children’s voices and 

perspectives. 

 

It is widely discussed in the research literature that forced migrant communities may 

find it difficult to be involved in research projects. Many reasons must contribute to 

this, but Emami and Mazaheri (2007) discuss aspects of fear, suspicion and the 

touching on cultural taboos as being responsible for raising defence mechanisms 

and a reluctance to participate. A further mistrust of the research community is 

thought to be significant (Cook and deMange, 1995) and thus overcoming these 

aspects through active participation in research seems critical in improving the future 

recruitment and retention of refugee and asylum seeker participants. However 

accessibility and inclusivity of the systems and mechanisms for valuing forced 

migrant voices in research are also debateable. This is further reiterated by the 

limited use of advisory boards or patient and public involvement (PPI) within the 

studies identified. 

 

The first-person perspective of children who experience palliative care is missing 

entirely from this review. Whilst this is not uncommon (Ghirotto et al 2019) and may 

be simply due to the complicated nature of illness which makes communication 

difficult, other issues may also play a role. A study by Weaver et al (2019) suggests 

a tension within CPC research to enhance the speciality but also a need to protect 

potentially vulnerable populations from untoward research inclusion burdens. 

However, they also highlight that this fear is commonly felt by clinicians rather than 

the families themselves and so may correlate with the difficulties of obtaining ethical 

approval for research studies as highlighted by CLAHRC North Thames (2018) or 
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issues related to gatekeeping and lack of funding or time to conduct research (Peake 

et al 2018).  

 

3.11 Thematic development 
 

A summary of the articles included in this review can be found in Table Five. 

Following analysis, five main themes were identified in 2018; 1. Divergence of beliefs 

and expectations, 2. Communication, 3. Navigating healthcare systems, 4. Burdens 

and Coping Strategies and 5. Training and Knowledge. Details of each theme and a 

summarising Cultural Insensitivity Sensitivity Framework, are found in the published 

systematic review (Appendix Two). To avoid repetition, only aspects relevant to the 

four new articles will be discussed here. The updated search conducted in 2022 

revealed a focus upon oncology, with three out of the four articles focusing on cancer 

care. Following a thematic review of these articles, similarities to the themes already 

identified were noted. A new theme - Theme 6) Perceptions of forced migrant’s life 

world, will also be discussed here. 

 

3.11.1 Theme 1) Divergence of beliefs and expectations  
 

Broom et al (2019) described divergence of beliefs and expectations as a difficult 

balance between institutional, professional and personal values. The reliance on 

biomedical priorities by many HCPs was tangible and widely documented. 

Professional and moral conflict was also discussed, particularly surrounding personal 

ethics, patient autonomy and the use of traditional medicines. A participant 
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consensus was described, in that failure to recognise or balance competing and 

conflicting values was potentially damaging to trusting respectful relationships: 

 

“There’s a lot of that [distrust] as well. Because revealing what (alternative 
medicine) you’re taking has the danger of being told not to use it and perhaps, 
because it’s very much a medical model here, they may not feel there’s a 
sympathy towards that perspective either. So that unfortunately then can set 
up an adversarial relationship where they’re feeling that their beliefs are not 
being respected and their way of managing health is not being respected and 
then the gap gets wider” (Social worker, p6). 
 
 

For some HCP participants, these challenges appeared unsurmountable as they 

choose to delegate care to those with more perceived cultural similarities. However, 

issues of resulting inadequate specialist care were raised in the focus groups by 

other HCPs. 

 

Converse to this was the importance of time and everyday interactions to generate 

understanding and intimacy between HCPs and patients/family members. The 

impact of concealed and often unrecognised ‘everyday’ encounters, helped 

participants to see the refugee as a person. These included informal exchanges and 

reciprocal moments of understanding. Such events were detailed as elusive and 

momentous, particularly as they often came following many initial confusing 

encounters. Correspondingly, the significance of time invested in therapeutic 

relationships was emphasised by all participants in this study: 

 

“What you’re doing is constantly assessing and shifting your communication 
and picking up what the issues are usually from the sensitive nature of what 
you’re doing with people. So 2 am chats or when you’ve got someone in the 
shower and things like that you get that trust bond” (Nurse, Broom et al, 2019 
p7). 
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3.11.2 Theme 2) Communication 
 

Communication continued as a dominant theme with all four new articles detailing 

aspects of communication and language barriers to care. Gray et al, (2021) noted 

inadequate access to personnel and language resources such as interpreters, with 

37.6% of survey respondents detailing that care was restricted or limited in scope for 

undocumented migrants. 

 

Guo et al (2021) detailed aspects of frustration, sadness and desperation after 

cancer diagnosis which was compounded by elements of uncertainty. Here, family 

members actively concealed the truth from their relatives to protect them, particularly 

relating to diagnosis and prognosis: 

 

“He has a malignant mass in his bladder. We did not want to tell him about it 
because his spirit is really low and he gets anxious and worries about himself 
and his family … He is always anxious, so we kept it a secret to keep his spirit 
high” (Caregiver Palestinian, son caring for his father, p919) 
 

Conversely, patients in this study wanted information regarding these aspects but 

this was concealed from them, due to the use of family members as interpreters, 

which limited HCPs ability to share accurate information. Guo et al (2021) does not 

detail why this was the case, but further explanation of this issue appears to be 

necessary to ensure patients’ rights are respected and the need for truthful 

information is met. Sacchi et al (2021) further reiterates this, with similar examples: 

 

“In the phase in which there were important things to communicate, it was the 
daughter who was the interpreter; but in fact, I did not understand what she 
said to her mother. I suspect that she did not tell things as they were” 
(Oncologist, p431) 
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Additionally, Sacchi et al (2021) describes the negative consequences for HCPs 

when trying to discuss worsening health, side effects and prognosis without 

professional interpreters. HCP participants described their upset and the challenge 

such conversations held, but such incidents did not appear to be infrequent.    

Further detailed by Guo et al (2021) was the importance of timeliness of information 

giving and the use of incremental steps to prevent further distress:  

 

“It’s their right to know everything about their condition, but not when they’re 
not in the proper psychological shape. If the patient’s mental state improves, 
their physical state improves too and only then can the doctor talk to the 
patient honestly about their condition. It is better if the doctor does not break 
any bad news to the patient when they’re depressed” (Libyan Patient, Ovarian 
Cancer IV, p921). 
 

Due to the poor communication experiences detailed, both studies discussed the 

negative consequences for patients of limited information about their disease and 

treatment. Of subsequent note is the increased anxiety, uncertainty and fear 

documented, particularly when professional interpreters had inadequate involvement 

in care (Guo et al, 2021; Sacchi, et al, 2021). However, both of these studies centre 

around adult care and so some of the specific elements of child-to-parent, parent-to-

child and HCP-to-both-parent-and-child information giving, receiving and the 

potential differences between these subsets is missing from this review. 

 

3.11.3 Theme 3) Navigating healthcare systems 
 

Gray et al (2021) gave American specific examples of restrictions to medications and 

equipment and reduced staff visits in hospice care. Limited access to 
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multidisciplinary care and an inability to provide hospice beds, due to lack of 

entitlement or access to funds to pay for these aspects of care, was also detailed: 

 

“Patients have access to service providers but no coverage for meds or 
procedures … It’s rare for undocumented immigrants to be able to stay in the 
hospice inpatient unit, as they are not inclined to offer charity beds. 
Sometimes this means patients have to stay in hospital’’  (Physician, p1170). 
 

Remarkably, although the Gray study used a mixed methods approach, it appeared 

not to delve into the rationale behind funding limitations, or for the poor access to 

hospice services detailed for undocumented migrants. The perspectives of patients 

and families were not detailed in this study either and so it was difficult to get a clear 

picture of the issues and barriers forced migrants faced regarding hospice care. 

 

On a similar access to funding theme, Guo et al (2021) detailed patient difficulties in 

applying for or receiving financial support in Jordan, with many being unable to afford 

care, medications, treatments or even living costs: 

 

“I am afraid that one day I would not be able to buy my pills. . . I wish they 
would lower the price of the medication or just give it to us for free … National 
hospitals in Syria provide chemotherapy and radiotherapy free of charge, 
whereas in Jordan we have to pay for it” (Syrian, Patient Breast Cancer III, 
p922). 
 

Whilst these two examples differ due to the differing health care systems to the UK, it 

is clear that access to resources is notoriously difficult for forced migrants and can 

result in much stress and anxiety as bills escalate and daily living costs increase. 
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3.11.4 Theme 4) Burdens and coping strategies  
 

Additionally, to the original review, spirituality and a faith in God was described as 

being sustaining for cancer patients in the study by Guo et al (2021): 

 

“It is all about believing. If you believe the Quran will cure you, then it will. . . 
We do what we can do and leave the rest to God. I do not believe it is serious 
because I have faith in God that there is not a disease without a cure. I know 
a stage 4 cancer is serious, but I know God’s mercy exceeds all” (Caregiver 
Palestinian, father caring for his son –p921). 
 

Whilst faith and community support were optimising to care experienced by patients 

in the Guo et al (2021) study, these were understandably limited by the separation of 

forced migration: 

 

“His family calls us from Iraq. They keep telling me not to worry and that I am 
fine. It makes me optimistic and I do not let despair get into my life. They do 
not leave me alone for one second. My friends come to my house to visit. . . 
they support me and comfort me” (Patient, Iraqi, Breast Cancer III, - p920). 
 

Surprisingly, the responses of HCPs to aspects of patient spirituality and faith 

practices, despite their high priority for patients and caregivers, was not detailed in 

this study. 

 

3.11.5 Theme 5) Training and knowledge  
 

Similarly, to the literature within my published review, the study by Sacchi et al 

(2021) detailed a lack of HCP training and education. Resultant feelings of being ill-

equipped to adequately meet the needs of forced migrant families was detailed, with 
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participant quotes revealing a lack of awareness of important systems and 

processes: 

 

“I do not know. . . We just gave an indication like ‘Try that office’, in other 
cases we tried to find out ourselves a way to get solutions. But who knows? 
Information is here and there” (Nurse, Sacchi, et al 2021, p433)  
 

 

3.11.6 Theme 6) - Perceptions of forced migrant’s life world  
 

The complexity and individuality of culture was debated in three of the new articles 

reviewed. In Broom et al. (2019), culture was acknowledged as integral to identity, 

with recognition of culture frequently discussed as critical to developing quality, 

caring relationships. A consensus from each of the eight focus groups in this study, 

detailed the importance of recognising the uniqueness of each refugee patient. HCP 

participants also identified that culture is not a fixed or discrete notion and that such 

beliefs could prove negative for HCP and patient interactions. 

 

Within the study by Guo et al. (2021), there was a recognition of migration trauma, 

with limited availability and opportunity for patients to return home, often as a result 

of war or persecution: 

 

“Of course, I do want to return to my home country, but only when I am cured 
because the country is still unstable and medications are not as available 
there as they are here” (Syrian Patient, Guo et al, 2021, p922).  
 

The recognition of migration trauma was discussed as being positive in this study, as 

it enabled HCPs to be more holistic, identity problems early and address ‘the unique 
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and multidimensional needs’ of forced migrants (Guo et al, 2021). A further aspect 

discussed was the use of assessment tools such as the Edmonton Symptom 

Assessment System (ESAS), the Distress Thermometer for all patient encounters 

and plans to develop a third Integrated Palliative Care Outcome Scale (IPOS) to 

reflect specific concerns at the Jordanian hospitals under study. Whilst such tools 

can be helpful in giving consistent care, Ajibade (2021) asserts that assessment 

tools need clear patient involvement to accurately calculate need. For forced migrant 

populations, this may be difficult due to the communication barriers and likelihood of 

poor health literacy as highlighted regarding the use of the Distress Thermometer by 

Lo et al, (2016).  

 

Further concerns specifically for ESAS, relate to the poor definition of areas such as 

wellbeing (Hui and Bruera, 2017) and for all scale use, the notion of encouraging a 

formulaic approach to care. Therefore, the use of such tools appears contrary to Guo 

et al’s (2021) assertion that a person-centred care approach is fundamental to 

quality care. Subsequently, further explanation of how these two aspects could work 

mutually, for patient benefit would be valuable.  

 

Conversely to the negative perceptions of forced migrants in the background section 

of this chapter, in the Italian study by Sacchi et al (2021) a theme of hospitality and 

correlated trust in the health care system was discussed. Without associated 

explanations of hostility or resentment from the reporting research team, one HCP 

participant described: 

“There is a common culture of hospitality, to the extent that many, even if they 
are not residents, come here to be cured” (Sacchi et al, 2021, p430). 
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Interestingly, Sacchi et al (2021) also details cultural minimisation in this study, with 

some HCPs describing cultural differences as unimportant or irrelevant and others 

seeing all ethnicities as alike: 

 

“Whether they are Roma or Chinese, anything you can think outside the 
hospital, I focus on the health problem. . . they had habits like ours.” (Nurse, 
p432). 
 

The common view described in this study of forced migrants as disadvantaged 

appeared to lead to feelings of pity and the potential for paternalistic and patronising 

viewpoints: 

 

“I give a special eye on them because they are vulnerable and they totally 
need our resources and attention” (Health care worker, Sacchi et al 2021, 
p432). 
 
 
“I am always a little more careful with them. I see them more and more ‘weak’ 
in this situation” (Nurse, Sacchi et al 2021, p432). 
 
 

Whilst the commitment to and empathy for forced migrants was apparent from many 

of the quotes used in this study, it was also evident that there were elements of 

labelling with refugees seen as ‘fragile’ (Sacchi et al, 2021).  The theme of 

perception is an important one, as it appears to link to the development of 

relationships when a forced migrant’s lifeworld is understood well, but conversely 

when cultural factors are minimised or misunderstood, there is the potential for 

labelling and paternalism.  
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Overall, the addition of four articles to this review reinforce the issues previously 

highlighted in both the background section and published systematic review article 

(Clancy et al, 2020). 

 

3.12 Limitations, strength and generalisability, transferability of the 
evidence 
 

By restricting this review to include only English Language articles, the data set may 

have been limited and this may have potentially inclined the findings towards 

English-speaking nations and their viewpoints and methods (NHS Centre for 

Reviews and Dissemination, 2009). However the translation of non-English language 

research was not feasible, during this doctoral study due to a lack of resource and 

time.  

 

Within the review different terminologies for CPC and forced migration were used 

interchangeably. CPC and migration were described in varied ways which were often 

unclear. Subsequently it was not always clear if the subject matter was relevant to 

this study and so thorough examination of many of the articles found had to be 

conducted. For CPC this related to the types of illness, disability and for forced 

migration, terms to describe refugee and asylum seekers were used broadly, without 

detailed explanation and so full text searching was often necessary. However, by 

being very meticulous with terminology relevance in each article, the review has 

been strengthened by providing a methodical approach throughout. The international 

context of the review provides a further strength as it increased generalisability and 

transferability. 
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3.13 Recommendations  
 

From this review it is clear more research is needed about the experiences of 

children’s palliative care for forced migrant families to fill the gaps in knowledge 

identified. Children and young people did not appear to be involved in the research 

forming this review.  Whilst this is not uncommon and it may relate to the nature of 

CPC (Ghirotto et al., 2019), children and young people’s vital contribution to how 

care could be improved is currently missing. Further research involving children and 

young people is thus recommended. A focus upon hospital settings was noticed in 

this review and so in order to gain further perspectives surrounding care giving in 

hospice and community settings an expansion across care settings is recommended 

for future research in this area.   

 

3.14 Conclusion to the Systematic Review 
 

Valuable insights into the experience of children’s palliative care for forced migrant 

families have been offered within the findings of this systematic review. The creation 

of a culturally sensitive care framework has added a contribution to the existing 

knowledge in this area. Palliative care service providers often recommend an 

individualised approach to care, however for forced migrant families, this is 

particularly important as experiences of migration trauma can result in 

powerlessness and the need for empowerment. The need for compassion, humility 

and listening to migration experiences were emphasised by this review. These 

fundamental aspects of care were seen as imperative to building trusting 

relationships with mutual respect and understanding. The use of a Cultural Humility 
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approach to care may be beneficial but further research on its application may be 

helpful. 

 

The Cultural Insensitivity Sensitivity Framework created from this review (within the 

published article in Appendix Two) provides a useful tool for HCPs to see how the 

antecedents and consequences of care relate to families’ experiences. The 

subsequently unique insights offered may thus help to increase awareness, empathy 

and the facilitation of culturally sensitive CPC. 

 

3:15 Conclusion to Stage One  
 

In summary Stage One has explored the background to this study with reference to 

the ‘silences’ which exist for forced migrant families in CPC. These centre around a 

lack of access, resources, misconceptions and parental burdens in CPC. The 

literature around forced migration details the impacts of trauma and the hostile 

environment upon families. Chapter Two explored the study paradigm and 

theoretical frameworks: Cultural Competence, Cultural Health Capital, Cultural 

Humility, Social Justice and Cultural Humility to highlight the advantages and 

limitations for possible use in this study. The chosen framework Silences Framework 

was also rationalised alongside the fit with the study design, methodology and 

philosophy. Lastly, Chapter Three described the systematic review which was 

conducted to highlight the gaps in the research literature. This section details the 

review which took place in 2018 and the five themes identified as well as an updated 

review from 2022 which adds four extra articles and an additional theme ‘perceptions 

of forced migrants’ life world’.  
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Chapter Four Methodology  

4.0 Introduction to Stage Two – Hearing Silences  
 

 

 
When describing this stage of the Silences Framework, Serrant (2011) outlines the 

importance of recognising how we as researchers ‘hear’ different ‘silences’. She 

describes the researcher as ‘listener’ and clarifies the significance of rationalising 

how the researcher will identify, conceptualise and understand the ‘silences’ inherent 

within their research. It is subsequently important within Stage Two to identify the 

‘silences’ inherent in conducting my study, my relationship to these and how I hope 

to ‘hear’ these ‘silences’ via my chosen methodology. Forced migrant families are 

rarely included in the literature surrounding child health care. They are frequently 

excluded from policy, practice and research discourses partly due to their 

marginalised and often tenuous immigration status. Many obstacles exist making it 

difficult for forced migrant families to participate in research, such as language and 

communication barriers, coupled with mistrust and fear which may be linked to 

previous trauma. These barriers were carefully considered and strategies to 

minimise them and ‘hear’ forced migrant family’s experiences will thus be discussed 

in detail within this stage.  

 

Stage Two describes the chosen methodology, Interpretative Phenomenological 

Analysis (IPA), with details of IPA’s phenomenological, hermeneutic and 

idiographical origins and relevance to highlight the ‘silences’ in this study. IPA 

focusses upon the individual and values research participants’ experience and 

expertise. Such a philosophy links well to my background in children’s nursing, 
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wherein I used the philosophy of Family Centred Care (FCC) in all interactions with 

families. FCC concentrates around the ill child and sees the parents as experts in 

their child’s care. Throughout my career, I have seen individualistic approaches such 

as FCC empower parents and help to readdress power imbalances and the 

vulnerability that families often experience when their child is admitted to hospital. In 

a similar way, I hope that my chosen methodology and research methods will 

centrally position forced migrant families in this study and empower them to voice 

their experiences. 

 

Stage Two will also detail the value of the creative approaches used in my study, 

including ‘draw and talk’ and poetry. Considerations of how such approaches may 

enhance rapport, articulation and freedom of expression for participants are also 

discussed here. Finally, there will be a consideration of personal positionality and 

potential researcher influence on the study and how reflexivity may have benefitted 

the research process. Further details of Stage Two are detailed in Figure Five. 
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Figure Five – Stage Two Hearing ‘Silences’  

 

 

4.1 Interpretative Phenomenological Analysis  
 

Qualitative research is concerned with the quality of experience, often asking ‘what it 

is like’ to experience certain phenomena (Larkin, 2019). Health psychologist 

Jonathan Smith first introduced IPA in 1996, with the aim of offering an alternative 

experiential approach to biomedical models of disease and illness (Smith, 1996; 

Brocki and Wearden, 2006). IPA uses a post-positivist framework and thus rejects 

the notion that the world is the same for everyone. Instead, IPA values subjectivity 

and the distinctiveness of human experience (Smith, Flowers and Larkin, 2009).  

IPA is widely used in health and associated disciplines and particularly to examine 

personal experiences of health and illness. IPA studies exploring children’s palliative 

care focus on some of the most sensitive aspects of living with illness (Gower, et al, 

2017; Griffiths, Schweitzer and Yates, 2011), including experiences of death (Harper 
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et al, 2011), spiritual aspects to caring roles (Vachon et al, 2012) and difficult 

decision-making (Kelly and O’Brien, (2015). IPA research exploring forced migrants’  

experiences similarly includes complex phenomena such as sense and meaning 

making (Kelly, Nel and Nolte, 2016), psychosocial challenges (Allan et al, 2017), 

coping and resilience (Iraklis, 2021), trauma (Gilkinson, 2009; Learman, 2015) and 

pre- and post-migration experiences (Tessitore, Glovi and Margherita, 2019). The 

use of IPA within palliative care and forced migrant’s health points to how valuable 

IPA is considered in these fields. However, a thorough consideration of other 

qualitative methods was undertaken prior to selecting IPA and the results are shown 

in Table Six.  
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Table Six – Methodological approaches and choices for this study 

 

Methodology  Advantages Disadvantages 

Ethnography  

Originates from anthropology 

and sociology.  

Utilises direct observations to 

create field notes with direct 

interviews which may offer 

‘insider’ perspectives  

Researchers need to gain entry to the cultural 

group of interest and immerse themselves in 

their daily lives. Ethnography offers a holistic 

perspective viewing all aspects of the 

phenomenon under study as parts of an 

integrated whole (Bernard and Gravlee, 2014). It 

embraces cultural relativism (cultures must be 

understood on their terms) with a focus on 

cultural systems with identifiable features, such 

as the physical boundaries of a school or 

hospital or the shared identities of a gang or 

football team (Lofland and Snow, 2005). 

• Non-prescriptive method 

• Issues with access to others cultures including 

ethical issues of crossing personal/professional 

boundaries and loss of own identity (Creswell, 

2013) 

• May be a laborious and time-consuming process 

(Elkatawneh, 2016) 

• Participant and possible recall bias (Padgett, 

2017). 

• Issues with acceptance and normalisation of 

researcher in the field. Social dynamics between 

interviewer and participants are complex and 

deep-seated and movement between ‘insider and 

outsider’ positionality may be very challenging 

particularly in migrant research (Ganga and Scott, 

2006), where the negotiated nature of reality and 

the importance of ‘holism’ within global contexts 

are so crucial to understanding (Prentice, 2013).  

Grounded theory  

Central goal to explain a 

process or action in order to 

generate a theory or an 

illustration of how a process 

works 

Useful when no existing theories regarding the 

process of interest exist as theories are 

generated solely from the data (Elkatawneh, 

2016).  

• Some confusion is noted over what precisely 

constitutes grounded theory with huge variations 

seen in the literature (Pawluch and Neiterman, 

2013) 

• Challenges to recognising when data saturation 

has occurred or if this is possible given the 

uniqueness of human experience (particularly 
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Procedural instructions for GT have been said to 

help demystify and increase accessibility to the 

method (Oktay, 2012).  

Major source of data are interviews (typically 

around 20-30), these are analysed by inductive 

coding of the data and memo writing to 

document analytic decisions.  

Process begins with opened coding and the 

researcher employs constant comparative 

analysis across respondents, situations and 

settings. Concept of data saturation is used to 

guide data collection and analysis and is 

achieved when new participants or 

codes/themes are redundant and no longer 

revealing new information (Padgett, 2017). 

within palliative/end of life care which is regarded 

as one of the most individual life events 

(Timmermans, 2013). As such the objectivist 

assumptions of GT have led some authors to 

conclude that grounded theorists must be 

dispassionate, neutral, all-knowing observers of 

reality (Charmaz, 2008; Clarke, 2005) which is at 

odds with this study’s underpinnings of cultural 

humility and learning from the participant experts. 

• Codified procedures and guidance may constrain 

creativity which are central to this study (Padgett, 

2017) 

Case study  

An event, process, activity, 

single person or several 

people’s activities.  

Multiple sources of data such 

as interviews, observations, 

documents artefacts etc. 

In-depth enquiry offered which can often help to 

explore historical and social changes or rare 

events/clinical cases (Padgett, 2017).  

Multiple types; intrinsic (exploratory usually rare 

topic), instrumental (larger purpose to 

demonstrate something to develop theory or 

evaluate/critique), collective case study (multiple 

case analysis (Stake, 1995) 

• Difficulty in determining the case/s, difficulties in 

defining boundaries (Elkatawneh, 2016)  

• Can be a messy process of trying to maintain the 

distinctive process of each case (Padgett, 2017) 

• Multiple methods require many skills of the 

researcher which may be more challenging for 

the PhD student 

Narrative approaches (NA) 

Rooted in literature, history 

and sociolinguistics.  

Useful for studying one or a few individuals and 

when the topic lends itself to ‘narrativizing’ of 

some kind for example life histories, 

• Interpretation either by researcher or participant 

or both is essential  

• Narratives are retrospective accounts  
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Derived from the premise that 

speaking and writing are forms 

of meaning making (Frank, 

2010)  

biographies, folk tales. Highlight context and the 

importance of language in meaning making  

• NA may lead to or be confused with conversation 

analysis or discourse analysis 

• Requires high level of researcher skill in multi-

language linguistic interpretation (Padgett, 2017). 

Action and community-

engaged research has roots in 

pragmatism as well as the 

1960’s liberation movements. 

Linked to participatory action research and 

community based participatory research, this 

approach has fundamental commitments to 

community empowerment and partnership 

(Stringer, 2013).  With the notion of active 

community engagement and mutual respect 

being central to the methodology.  

Involves a degree of immersion and mixed 

methodology.    

• Ethics – impact of research methods upon 

community members 

• Issues with continued, committed and sustained 

engagement, substantial time investment needed 

to build and nurture partnerships  

• Negotiation, compromise and consensus over 

method may be difficult to resolve with conflicting 

priorities amongst stakeholders (Padgett, 2017) 

• Need for relocation of power, development of 

sound dialectic and development of shared 

quality criteria to ensure validity (Wimpenny, 

2010).  

• The researcher must ‘know’ the community they 

seek to help, as one study on HIV prophylactic 

treatment revealed the complexities of community 

decisions and sexual practices in relation to 

adherence to treatment regimes, which was 

misunderstood by the research team and 

adversely affected the results of the study 

(Susser, 2015) 
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The decision to utilise IPA was made as IPA considers participants with lived 

experience of a topic to be experts in this field and thus encourages the researcher 

to prioritise and value individual’s lived experience. Grounded theory was considered 

carefully but the idea of data saturation did not readily connect with my desire to 

collate diverse experiences, or complement my belief that individuals have a unique 

insight to offer and thus each individual must be valued and considered fully. Whilst 

aspects of community participation and ethnography were appealing, they posed 

many ethical considerations, access and time constraints to this study and so were 

not selected. In addition, IPA appears particularly beneficial when examining topics 

which are multifaceted, ambiguous, difficult to express and emotional in nature 

(Smith and Osborn, 2015, p41). IPA is advantageous because of the meticulous 

attention given by the researcher, to enable participants to recount as full an account 

as possible of their experience. However, unearthing such accounts requires a high 

level of skill on the part of the interviewer. Smith and Osborn (2015, p42) state the 

need for both “strong empathic engagement and highly attuned antennae ready to 

probe further into interesting and important aspects” (Smith and Osborn (2015, p41). 
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4.2 The Philosophical Knowledge of IPA 
 

IPA is derived from three areas of philosophical knowledge: Phenomenology, 

Hermeneutics and Idiography. Phenomenology is rooted in philosophy and focusses 

on explaining the human understandings of experience and the way in which the 

world appears to the person who is experiencing it (Moran, 2002). Phenomenology 

aims to explain how we see, perceive, judge, value or remember concepts (Moran, 

2002). Phenomenologists describe the importance of exploring and dissecting 

experiential meanings in order to uncover complex, rich descriptions of lived 

phenomenon (Finlay, 2009). As such, phenomenological research methods need to 

be responsive to the subjective interconnection between the researcher and their 

participants (Finlay, 2009). Individuality and subjectivity are viewed constructively 

within phenomenological research processes, as researchers are encouraged to be 

empathetic (Wertz, 2005) and open to many viewpoints, whilst having an attitude of 

curiosity combined with critical self-awareness (Finlay, 2008). Some of these 

concepts will be further explored within the reflexivity elements of this stage.  

 

 

4.3 Phenomenology  
 

Phenomenology contains many different emphases and interests, but two of the 

major phenomenological philosophers: Husserl and Heidegger, will be discussed 

here, due to their pivotal role in the development of IPA. Husserl’s phenomenology 

involved a careful dissection of human experience. Famously, he argued we should 

go back to the ‘things’ (experiential content of consciousness) themselves by trying 
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to step outside of our everyday experience (‘our natural attitude’) to reflect upon 

them (Smith, Flowers and Larkin, 2009). Reflection (seeing, thinking, remembering 

and wishing) and a ‘stepping away from the activity’ was thus seen as critical, as 

Husserl theorised that it enabled an intentional grasp and additional appreciation to 

be gained (Husserl, 1927). Husserl suggested the need to consider the 

consequences of ‘taken-for-granted’ living, with the familiar and instead put this to 

one side. By separating out elements of perception, memory, judgements, thoughts 

and values, Husserl believed it was possible to see such elements through a series 

of ‘reductions’ intended to move the inquirer away from assumptions and 

preconceptions and towards the essence of the experience (Husserl, 1927). 

However, scholars have criticised Husserl’s theories as being too complicated 

(Tuffour, 2017). Furthermore, the notion that pre-conceived ideas can be ‘set aside’ 

is something many scholars struggle to accept, seeing the premise as unachievable 

(Spinelli, 2005). However, Husserl’s work has helped IPA researchers to focus on 

the central premise of reflection and thus an attentive, systematic examination of the 

content of consciousness. 

 

Heidegger (a student of Husserl) diverged from Husserl as he believed Husserl’s 

work was too abstract and theoretical. Instead, Heidegger focused on the concept of 

Dasein (‘there-being’), a concern with the ontological question of existence itself and 

the practical activities and relationships which make experiences meaningful 

(Heidegger, 1962). Heidegger’s view of experience always includes a ‘person-in-

context’ element, as he believed we are always related to the world and that this is a 

fundamental part of our composition (Larkin, Watts and Clifton, 2006). As such, it is 

said the IPA researcher needs to embark on studying Dasein by immersing 
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themselves in the world of the participants (Moran, 2002). However, this may be 

argued as a naive notion which is difficult to achieve in reality. This is well articulated 

by C. S Lewis as he says ‘for what you see and hear depends a good deal on where 

you are standing: it also depends on what sort of person you are’ (Lewis, 2008). 

Heidegger’s theories highlight the significance of our relationship to objects, others 

and language to how we make sense of experiences. 

 

4.4 Hermeneutics  
 

The second element of IPA, Hermeneutics, includes the study, theory and practice of 

interpretation (Kinsella, 2006). IPA analysis relies upon interpretation because 

research observations are always made from our own position. Interpretation can be 

seen as a cyclical process in which everything that is encountered is then interpreted 

(Kinsella, 2006). Within IPA, through intersubjective inquiry and analysis of each 

case, a double hermeneutic (two-stage process of interpretative activity) is 

generated as the dynamics of preconceptions interlink with the ‘researcher making 

sense of the participant making sense of their experience’ (Brocki and Wearden, 

2006). Gadamer (1975) spoke of interpretative activity as us each having our own 

horizon of understanding – our own presuppositions, beliefs and predilections. When 

we meet another, our horizons overlap and we will then make ourselves understood 

and in turn understand the other (Shaw, 2010). Smith (2011, p10) states that the 

meaning making process includes “a chain of connection between embodied 

experience, talk about that experience and a participant’s making sense of and 

emotional reaction to, that experience.”  Figure Six, illustrates a double hermeneutic 

cycle with the researcher and participant each processing their own meaning based 
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on their preconceptions and context and meeting together in a ‘fusion of horizons’ 

during the research interview. The value of the double hermeneutic in IPA is that the 

researcher and participant can look at the same phenomena from different angles 

and through interpretation, the researcher can reveal both surface and deeper 

meaning-making which is context specific (Wagstaff et al, 2014). 
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Figure Six - The double hermeneutic cycle used in IPA methodology 
Developed from concepts by Shaw, (2011) and Clancy (2011).
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4.5 Idiography  
 

IPA offers a ‘bottom up’ approach to research as the cares and concerns of the 

participant are paramount, with those studied considered the expert (Clifford, 2018). 

Within IPA, participants are portrayed in their own territory within a natural setting - 

their world, within their relational self. Thus, the choice of language, context and the 

significance of the experience for the individual is important in the process of 

meaning making (Willig, 2000). Whilst IPA aims to emphasise and highlight the 

individual experience (Idiography) as opposed to other methodology, it pays close 

attention to each case - offering detailed and nuanced analysis by valuing each 

participant’s account in its own right, before moving to cross case analysis for 

convergence and divergence between cases (Tuffour, 2017). IPA does this by 

seeking to identify commonalities shared by those with a similar experience, by 

utilising a homogenous sample of participants (Clifford, 2018).  

 

Within my study, the benefits of adopting an IPA approach are that it enabled multiple 

perspectives of children’s palliative care to be compared, whilst keeping families at 

the core of the study and preserving the individual contexts of all the participants 

involved. IPA also allows individual participants’ accounts to receive recognition for 

the unique learning that they may offer for those who care for forced migrant families 

in palliative care. Pringle et al, (2011) suggest that only by hearing, reaching and 

accessing participants’ experiences can we ‘see’ (and I would suggest ‘hear’) those 

individuals who may be in greatest need of nursing support. However, there are 

challenges to implementing an IPA approach in a thorough and meaningful way, 
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while observing both philosophical and phenomenological elements. Within IPA, 

philosophical insights need to be discussed but also with an acknowledgement of the 

phenomenological psychology in a live and dynamic way (Smith, Flowers and Larkin, 

2009 p33). An example of these intertwining aspects is seen in the lower back pain 

study by Osborn and Smith (2008), in which the multidimensional aspect of 

responses were explored. These included the embodied (the active actions of living 

with pain), cognitive-affective (as they reflected on what they did) and existential (the 

practical everyday living and consequences of actions). Such multidimensional and 

technical psychological concepts, may be too abstract or too complicated for many 

researchers to grasp, summarise and document within their research findings. 

Subsequently, it is not too surprising that some of IPA’s biggest criticisms are the lack 

of standardisation and the many complex ambiguities which require understanding 

and conceptualisation (Giorgi, 2010).  

 

In order to draw out the meaning making described, the hermeneutics of empathy 

(recognising, understanding) and suspicion (inquisitive questioning and exploring the 

participant’s interpretation) were applied to enable me to make the most appropriate 

decisions regarding meaning (Smith, Flowers and Larkin, 2009). Further reflective 

questioning aided these aspects such as: “What is the person trying to achieve here? 

Is something leaking out here that wasn’t intended? Do I have a sense of something 

going on here that maybe the participants themselves are less aware of?” (Smith and 

Osborn, 2007, p53). The emphasis on interpretation was important in order to avoid 

the analysis being too descriptive, a further common criticism of IPA (Larkin, Watts 

and Clifton, 2006, p103). 
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Within this study, forced migrant families, children and those who care for them were 

encouraged to explain their understanding of their experiences of children’s palliative 

care and I used empathy, humility and inquisitive questioning to fully absorb and 

appreciate the explanations given. As such, IPA methodology offered a rich data 

collection method and analysis of both the uniqueness of human experience and 

what is shared or different between individuals (Flowers, Hart & Marriott, 1999). 

 

 

4.6 Creative methods, introduction and rationale 

 

Within palliative care, it has long been noted that the circumstances in which a 

patient or family member may find themselves in can be indescribable. It is thus 

foreseeable in times of sorrow, grief or perplexity that solace and representation may 

be found in creative forms such as poetry and art (Brennan, 2020; Gilmour, 

Riccobono and Haraldsdottir, 2020). Due to an inquisitive and growing understanding 

of creative methods alongside personal use of creative philosophies, I was keen to 

use them alongside semi-structured interviewing techniques to help create additional 

spaces for participant expression. A further rationale for exploring creative 

approaches in this study was to respond to my third research question ‘how can 

creative approaches be utilised to discuss sensitive topics?’ 

 

Creative methods have been thought to draw readers closer to the lived stories of 

participants by their aesthetic evocation (Casey, Proudfoot and Corbally, 2015). In a 

study exploring women’s experiences of postnatal depression (PND), artwork created 
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by women appeared to help them to articulate their experiences, as many described 

a feeling that words alone did not seem to reach the vulnerability and depth of 

emotions experienced (Liamputtong et al, 2008). Within the PND study, the use of 

words and drawings together gave enhanced access to lived experiences and thus 

allowed the participants further freedoms of expression, which may not have been 

accessible through interview methods alone (Liamputtong et al, 2008).  

 

The use of drawings within IPA interviews has been linked to enhanced data 

collection, by providing rich, evocative data and encouraging insightful metaphoric 

verbal accounts (Kirkham, Smith and Havsteen-Franklin, 2015; Cope, Jones and 

Hendricks, 2015; Boden, Larkin and Iyer, 2018). It has also been suggested that the 

use of creative methods can support participants, particularly those whose first 

language is not English, to share otherwise hard-to-reach aspects of their lived 

experience (Boden, Larkin and Iyer, 2018) and to voice issues of concern that they 

may never or rarely be asked about. Both elements of sensitivity and accessing 

challenging experiences are particularly important in this study, making the 

incorporation of creative methods potentially more valuable (Lawrence-Lightfoot and 

Hoffman Davis, 1997).  

 

Further, the use of creative methods has been offered by some researchers as a way 

to address some of the major concerns of IPA; that interpretations offered are only 

the opinions of researchers and that IPA offers an elite view for the few eloquent 

participants that have the requisite communication skills to articulate their 

experiences adequately (Willig, 2008; Tuffour, 2017). However, within this study 
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creative approaches may have a paradoxical impact of offering additional expression 

for some participants, whilst also proving difficult for other participants to understand 

and use. Subsequently the use of more than one creative method was chosen and 

offered as a voluntary and additional aspect to the semi-structured interview to 

enhance inclusivity. Further criticisms about creative research methods include the 

need for a high level of self-directed participant creativity and innovation by the 

researcher (Knowles and Cole, 2008). Some of these concepts will be further 

explored alongside methods which were developed to reduce potential limitations. 

 

4.7 Semi-structured interviewing  
 

Interviews were conducted within a semi-structured approach in order to offer open-

ended, non-directive questions to participants within a flexible structure. Such an 

approach has been said to invite rich description and participant narration with 

minimal researcher influence and additional time for participant rationalisation, 

reflection and evaluation (Smith and Osborn, 2003; Larkin, 2019).  All interviews first 

began with a discussion about the voluntary nature of taking part in creative aspects 

such as drawing or later poetry creation. Smith, Flowers and Larkin (2009) asserted 

the need to facilitate interactions in an IPA interview, which encourages participants 

to tell their own accounts in their own words. As such, rapport between the 

researcher and participant was extremely important to ensure that participants felt 

safe and able to tell their story. Thus, by voicing early in participant interactions, the 

voluntary nature of the creative approaches, I hoped participants would feel free to 

try the techniques without pressure or constraint (McAndrew and Warne, 2010).  
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I felt by being open and approachable about the creative approaches which could be 

used in my research interviews and allowing participants time to voice their concerns, 

which was often done through humour and discussions about ‘only being able to 

draw stick men’, participants began to feel more relaxed. During initial discussions I 

was also able to emphasise that no judgements about the quality of artwork 

produced would be made, in order to further reduce any pressure on participants. I 

instead highlighted to participants that my focus was upon listening to their 

discussions and interpretations of their own creations through aspects such as 

symbolism, picture content and colour (McAndrew and Warne, 2010). Many 

participants were interested in the creative approaches with four HCP participants 

and one family participating, in which two siblings drew pictures during their 

interviews and the parents discussed a poem they had written about their 

experiences. 

 

4.8 Funnelling technique  
 

Pragmatically, interviews followed a structure similar to that outlined by Boden, Larkin 

and Iver, (2018) (Appendices Eight and Nine outline my approach). The initial 

questions for family participants (‘Could you tell me about yourself, your family and 

how you came to the UK?’) and HCP participants (‘Could you tell me about your 

career so far and how you came to work in CPC?’), were crafted to allow participants 

to talk about themselves and give context and background to their experience. 

Subsequently, each participant had time to think about the topic to be discussed 

before being asked about more specific issues. Burnard, (1991) describe such 
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questioning as a funnelling technique in which general views are gained first, before 

moving onto more detailed areas of concern. The funnelling technique has also been 

said to allow time to build rapport with participants, which is particularly important 

where trust in HCP, researchers and those with authority may already be diminished 

(Fang et al, 2015) and where feeling valued may be crucial to the preceding 

participant responses (Esses, Medianu and Lawson, 2013; Ahmed et al, 2019). The 

use of funnelling was discussed during a pilot interview with members of the palliative 

care network advisory group, in which it was recommended as a method to eliminate 

preconceptions and allow easy first conversations to flow as dictated by individual 

participants.  

 

4.9 Pilot interview  
 

A pilot interview of the technique, prior to participant interviews, was helpful to 

discuss questioning strategies and possible prompts for sharing common ground and 

establishing a trusting relationship (Goodall, 2014). For one family member, this was 

particularly helpful as I had been to their country of origin (Afghanistan) and simple 

discussions around the chaos of travelling along the roads there made the participant 

smile and recount similar experiences. Furthermore, the open-ended line of 

questioning utilised is backed by IPA researchers Smith, Flowers and Larkin (2009) 

who state that it allows the researcher and participant “to engage in a dialogue 

whereby initial questions are modified in the light of participants’ responses and the 

investigator is able to enquire after any other interesting areas which arise” (p. 57). 
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4.10 Draw and Talk method 
 

Initially the draw and talk sessions were scheduled to take place in the hospital or 

hospice environment (one familiar to the participants). Play services had volunteered 

to help run sessions with the children, to gain their views and work within their 

individual abilities and I had hoped to run some sessions separately with parents. 

Further to this I had hoped to have advisory group members present to work with 

participants, drawing alongside them to share technique and show them their own 

drawings. It was hoped (with participant consent) this would create a relaxed 

atmosphere for participants and allow advisory group members to further get to know 

the participants they would later potentially write poetry about. Although such plans 

needed to change due to the pandemic, during my draw and talk interactions (most 

of which took place online or in the families own home), I felt able to confirm my 

understandings of the meaning making that participants had verbalised in their 

interviews. The additional drawing discussions also allowed participants time to add 

subsequent comments or salient feelings and correct my interpretations as 

appropriate. This was valuable to my analysis and allowed me to further show my 

concern and respect for the points which they made. 

 

Through drawing, Todres and Galvin, (2008) found that participants were 

encouraged to use the aesthetic qualities of language, trying out words to 

communicate their fuller experience, for example, by switching to more metaphorical 

and poetic language. Thus, visual methods have been said to improve the quantity 

and quality of verbal data and illuminate to the researcher the finer points and 
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nuances of every account, allowing a holistic perspective to emerge (Lawrence-

Lightfoot, 1983; Cope, Jones and Hendricks, 2015).  

 

4.11 Poetry 
 

Following interview transcription, a poetic lens to the participants’ accounts was 

introduced. Generally, the utilisation of poetry in any form can have benefits such as 

dealing with minute particulars, which can reveal a great deal in a small linguistic 

space (Clary, 2010). Importantly for this study, poetry has been found to be very 

meaningful to those who seek to understand the meaning of the human experience, 

particularly in life and death (Rice, 1999). Hahessy (2015: p3) suggests that 

engaging with poetry can confirm the ‘relational connection’ and support engagement 

with others as humans rather than ‘patients’.  

 

One concern in the use of poetic approaches in a forced migrant population was that 

asking participants to create poetry could be off putting or too challenging, 

particularly for participants who may struggle to express themselves in English. In 

order to assess the relevance and appropriateness of poetic approaches in this 

study, a local refugee and asylum seeker association (BARA) advisory group were 

consulted to gain from their expertise and lived experience insights. 

 

The BARA group participated in an example exercise during one of their in-person 

meetings to help assess the feasibility, appropriateness and practical application of 

creative methods in this study. After giving some context to the research, I read aloud 
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and gave out handouts of a prepared case study (detailed in Figure Seven) and 

poem (Figure Eight) for the group as none of them had specific experience of 

palliative care and so needed more details on the background to the study. The 

group then split into smaller groups of mixed heritage, ethnicity and gender and 

discussed the questions posed by the scenario and how these might be answered 

using creative approaches. 
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Sami has to stay at the children’s hospital  

 Sami is staying at the children’s hospital with his mum. Sami 

is 6 weeks old and his brother Ali is 5 years old. 

 

Ali fled his war-torn home country with his family and came 

to Birmingham 18 months ago and his brother Sami was 

born here. 

 

Sami was born with a rare genetic condition which means he 

may be frequently poorly and not live to adulthood. 

 

From your experiences of migration and hospital care what 

might help the nurses caring for Sami and his family to look 

after him well? How can the nurses help Sami and his family 

to feel better whilst in hospital? What things might be 

worrying or upsetting for Sami’s family? What advice would 

you give to Sami’s family as they start their journey? 

 

Turn over the paper to write, draw or create a poem of your thoughts for Sami and his family 

 
 

Figure Seven - Case study used with BARA advisory group member
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Figure Eight - Poem to promote discussion with BARA advisory 
group 

 
 
 
The BARA group consisted of a total of 11 male and female members from countries 

including Zambia, Zimbabwe, Nigeria, Afghanistan, South Africa, Sudan, Turkey, 

Eritrea and Uganda. I initially discussed with the group how it was likely these 

activities would take place within interviews or small groups. I asked the group if they 

would see these as better taking place in family, gender or role-based subsets. The 

consensus was that this would be of individual preference and best to check at the 

time of conducting the research.  

 

Hidden lives, hidden patients 

 

We clasp onto wishes for hope.  

Wishes that wet the dryness of our tongues 

 

Sweat drops from my father’s face,  

He smells as though time has run out. 

 

We arrive expecting relief but instead claim more fear 

He is scooped from his metal cot and rested, his broken heart on mine  

Whenever we pray, we weep 

 

Let everything be done we say  

But we can’t stop it now, like sand collapsing  

Back down the hole, dug on a dry part of beach 
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The responses from the small groups and the discussions generated much interest, 

with participants engaged in detailed conversations about the use of poetry and art in 

research interactions. None of the group participants appeared put off by the nature 

of the task, or by being asked to think creatively when discussing their own thoughts 

and experiences (or that of the scenario family). I asked the group specifically if they 

thought families would be happy to write, draw or engage with poetry and if any of 

these tasks might be too challenging, difficult, offensive or taken as patronising. The 

group were overwhelmingly positive and did not state any reservations or fears, in 

fact they liked the variety of methods and that families would be able to choose 

based on their own preferences, abilities and beliefs. Discussions also linked the 

creative approaches to the development of empathy. The group highlighted a 

desperate need for empathy and understanding of the families in my research and 

the need for others to ‘walk in their shoes’. They suggested that the use and creation 

of creative works might help others to see and understand their plight, difficulties and 

the specifics of having migrated in often traumatic circumstances. Advisory group 

input and expertise have been utilised throughout this study and are further detailed 

in Chapter Nine – Silences Dialogue.  

 

Following the research interviews, participants were asked if they would like to create 

their own poetic account of their experiences. This was offered with or without 

support and as with the draw and talk method, as a voluntary option without any 

additional pressure. The creation of poetry can be very time consuming (particularly 

for the novice) and so the potential of time pressures, or limited literacy and personal 

preferences not to partake were considered. Participants were offered the 
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opportunity to create poetry together with me, with advisory group members or by 

themselves. For those participants who did not wish to create their own poetry, I 

asked if they were happy for a member of my advisory group to look at their 

anonymised interview in order to write a poem about their experiences. I was then 

able to work with my advisory group members to utilise their experiences of care 

and/or marginalisation and create poetry from the participants accounts. Initially I 

asked all my advisory groups if anyone would like to take part in creating poetry, with 

or without my support and had many offers of help and interest. I tried to match 

participants with advisory group members, so for example the parent champion from 

the hospice was asked to explore the parents accounts in more detail, so as to work 

closely within his expertise.  

 

4.12 Two methods of poetry creation  
 

Poetry creation took place in two ways based on advisory group member preference. 

For the parent champion who was an established poet and the more confident 

Guardian members, we had a conversation for context about the participant and then 

they took away an anonymised version of the participants transcript to work on a 

poetic account in isolation. The advisory group member sent their initial poem drafts 

to me and we met again to discuss their thoughts and how they had created the 

poems. For the YPAG advisory group, we worked together on the poetry creation, 

with an initial workshop to explore the method before additional meetings to look at 

progress and explore interpretations, together, prior to the final version and meeting 

to discuss any additional reflections. These meetings provided a rich opportunity to 
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share interpretations and gain valuable insights from the advisory group members 

who were experts by experience within their own domain.  

 

In addition, poems were sent back to participants after creation, to allow time for 

participants to check and verify the portrayal of their experiences, with space to offer 

amendments and improvements and thus improve overall interpretation (Kendall and 

Murray, 2005). 

 

Poetry has been widely used to represent and communicate experiences (Sparkes 

and Douglas, 2007) and has many benefits in research including the ability to 

arrange the exact words of participants to make meaningful representations of their 

lived experience. Appendix 10 offers an example of this method within the poem 

‘New Lives New Hope’, which was created by a parent advisory member, who upon 

my request highlighted the participants’ exact words with bold type, alongside his 

own interpretations. The creation of poetic accounts can thus result in improved 

accuracy as the method utilises the participants own pauses, repetitions, alliterations, 

narrative strategies and rhythms of speech to create pose (Gergen and Jones, 2003).  

 

The use of poetry in research has been said to give freedom to participants to voice 

their experience in their own style and pose and as a conduit to help articulate their 

feelings more clearly than with standalone interview techniques (Chan, 2012). Poetry 

has also been shown to help slow down thinking and allow participants extra time 

and space, as they consider the most effective way to express themselves (Jack, 

2016). The process of poetry creation involves word reduction, but can also add 
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wholeness and interconnectedness of thoughts and feelings which may help those 

who hear it to rethink the central concerns in a powerful manner (Richardson, 2000). 

Poems can thus be an evocative dissemination tool by telling the realistic dimensions 

of participant’s experiences and helping listeners to be moved on a different level and 

thus respond, engage and listen differently (Kendall and Murray, 2005).  

 

An example of this is seen in work by Killick (1997) in which people with Alzheimer’s 

disease spoke of their confusion and panic. They described what life was like before 

and after the disease using metaphoric and sensual language. These accounts were 

translated into poetry which emphasized the participant’s resilience, wit, insight and 

creativity and challenged previous assumptions that people with Alzheimer’s lose 

such characteristics (Killick, 2005). Further, participant poetry about epileptic seizures 

appeared to help professional’s understanding of the condition. The in-depth 

temporal descriptions within this research poetry, included insightful perceptions of 

participants actual experiences. Including their awareness, consciousness and bodily 

sensations during a seizure which may have otherwise been difficult to understand 

due to their interconnected, sensory and complex nature (Featherstone and 

Sandfield, 2013). Öhlen, (2003) highlights the importance of poetic configuration 

which ensures the poetic description does not move too far away from the narrated 

experiences of the participants, as the narratives need to speak for themselves. 

However, some authors have argued that consideration of different poetic forms is 

also essential, as some may condense the data too much, such as the Tanka, thus 

taking away context and leaving the reader struggling to get a sense of the person 

and their experience (Furman, Lietz and Langer, 2006). Therefore, within this study 
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different poetic forms were used to suit advisory group members, but also to allow a 

range of expressions to be used and understood by different readers (This is further 

illustrated in Appendix 11 which offers a more jovial approach in the Guardians 

advisory group members poem – A Muslim Chaplaincy).  

 

4.13 Limitations to creative approaches  
 

The poetic lens in which to see data is a relatively new, alternate and complex way of 

understanding it (Sparkes et al, 2003; Souter, 2005). In this study, poetry offered an 

opportunity to avoid using snippets and small portions of direct quotes and instead 

give a more complete account of the participant’s experiences. The benefits of using 

poetry lie in the ability for more of participants’ accounts to be seen and 

disseminated, which is a fundamental premise of the Silences Framework. However, 

the creation of poems can be a difficult technique to master. Some scholars have 

questioned the need for any researcher using poetry to study poetry more formally 

(Piirto, 2002). Despite the sense in researchers having a deeper respect and 

understanding of literary forms, research poetry aims to offer accounts which are 

unintimidating, accessible and may differ from more traditional poetic formats with 

good reason. In order to improve my understanding of poetry, I conducted extensive 

reading, writing and studying of poetry, particularly from experts in the field such as 

Andrew Motion who created verbatim poetry from military personnel’s accounts 

(Motion, 2009).  
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Further limitations to creative methods are noted by scholars who identified 

assumptions in their findings with some outputs depicting stereotypes and normative 

representations in the artworks created (Einarsdottir et al, 2009; Campbell et al, 

2010). A further concern to using creative approaches in research is linked to the 

accuracy in interpretation of findings, with many questioning the validity due to the 

subjective lens of the researcher (Silverman, 2001; Literat, 2013). The use of 

advisory group expertise somewhat limited the unequivocal subjectivity described. 

 

Additionally, the relational map technique was instrumental during interviews and 

involved an interview arc or a draw-talk-draw-talk structure (Boden, Larkin and Iyer, 

2018). The relational map technique helped to maintain IPA philosophy as analysis 

was grounded in the participant’s own accounts and their interpretations of their 

pictures (Kirkham, Smith and Havsteen-Franklin, 2015).  

 

Opportunities for participants to offer their insights and amendments into any poetry 

written about them, was also in keeping with a philosophy of this study, that 

phenomenological research should involve walking together with participants on a 

journey (of discovery) (Kvale and Brinkman, 2009). An additional limitation to creative 

approaches is that of a potential for limited creativity in participants (and researchers) 

and the difficulties in fostering and encouraging this (Knowles and Cole, 2008). Being 

aware of such limitations and my naivety with creative approaches, I partook in 

specific study days on the use of creative approaches in research by the National 

Centre for Research Methods (NCRM), led by an expert in the field Helen Kara. 

Participating in this two-day course with other academics increased my knowledge 
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and awareness and offered some pragmatic lessons from those who have used 

creative methods extensively. Examples included how specific prompts and 

additional questioning about artworks may be useful to keep participants engaged 

(Casey, Proudfoot and Corbally, 2015).  

 

Whilst the use of creative methods is definitely not a ‘magical tool’ (Søndergaard and 

Reventlow, 2019) within this study, it was offered as a supplementary method of 

generating additional information, which could be analysed and understood in 

conjunction with traditional interview transcripts and for theoretical and contextual 

awareness and was thus very valuable. 

 

Whilst the advantages to interlinking IPA methodology, interviews, creative methods 

and advisory group knowledge was felt to be positive, this created complexity at the 

analysis stage. It was at times difficult to understand participant meaning making, 

alongside the complexities of needing interpreters and translators for written material 

and wanting to value the expertise of advisory group members. The potential for 

segmentation between groups, with the possibility of competing voices and conflict 

was vast. However, a further beneficial element to this study was the impact of my 

clinical academic background, alongside qualitative research skills, which enabled 

me to understand the healthcare relevance and context of the discussions with 

participants and advisory group members. My background in children’s nursing was 

further advantageous as were my nursing experiences in Far North Queensland, 

Malawi and Afghanistan. Alongside the reflexive approaches (which are further 

detailed in Chapter Five) and supportive detailed dialogue with my three supervisors, 
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I felt able to reconcile and complement the collective voices added to my 

methodology. I feel that all these elements thus combined to enhance my empathy, 

insight and understanding and thus the articulation and interpretation of participants 

accounts. 
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Chapter Five -  Positionality and Reflexivity 

5.0 Introduction to approaches 
 

 

Trustworthiness and validity in qualitative research have been extensively debated by 

scholars (Long and Johnson, 2000; Sandelowski and Barroso, 2002; Rolfe, 2006; 

Smith and Noble 2014). The importance of the participant-researcher relationship 

and the potential that this creates for partiality has been well established. As 

Alvesson and Skoldberg (2009, p79) state; “there is no one-way street between the 

researcher and the object of study; rather the two affect each other mutually and 

continually in the course of the research process”. Reflexivity is thus essential in 

qualitative studies as it enables researchers to become aware of their impact upon 

their research participants and study findings (Shaw, 2010). Reflexive methods can 

therefore help to identify subjectivity in data analysis and increase the congruency 

and credibility of findings (Darawsheh, 2014). Reflexivity originated in the fields of 

anthropology and ethnography, led by writers such as Clifford and Marcus, (1986). 

They started their reflexive writing with confessionary tales, with the aim of moving 

away from privileged, authoritative claims to knowledge and towards a postmodern, 

transparent account of research methods which acknowledged the difficulties of 

interpretation (Finlay and Gough, 2003).  

 

Reflexive techniques used in this study include the five concepts of reflexivity termed 

by Finlay (2002b). Within my positionality statement, an introspective account of my 

own passionate concern for my research topic is highlighted. Inter-subjective 

reflection and discursive deconstruction have been used to examine myself in 
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relation to others particularly through my reflexive diary and poetic writing. Mutual 

collaboration, reflection and social critique were utilised through letter writing, peer 

correspondence, a Cultural Humility stance in research interviews and through 

undertaking reflexive dialogue with my PhD supervisors.  

 

5.1 Positionality and introspection 
  

Reflexive research requires a willingness to consider how one’s background, 

personal values and experiences affect our observations and analysis, so that rather 

than denying or hiding issues, which may arise, they can be tackled and research 

adapted to bring a clearer realistic version of participants accounts. Uncovering the 

positionality of the researcher, i.e. ‘where we are coming from within our research’ is 

a vital first step to becoming more self-aware (Finlay, 2002a; D’Silva et al, 2016).  

 

Positionality is a statement about the values, beliefs, interests and ambitions of the 

researcher, which might shape the research interest and thus its focus. Some of the 

important elements about myself are my female, white, British, working-class 

background. I am a children’s nurse first and foremost but now also a nurse 

academic and lecturer in a university setting. Personal experiences of working in 

multicultural Birmingham (UK), Malawi, Afghanistan and Far North Queensland with 

aboriginal families have influenced me greatly. Examples of untreated pain, babies 

abandoned by families who struggled to accept a terminal diagnosis and a lack of 

prioritisation by government bodies to properly fund care, left a legacy for me and 
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shaped my determination to help those on the margins of society. These elements 

are considered further in my poem below, ‘Not my legs’. 

 
 
Not my legs 
 
A recurring childhood dream, 
I look down and my little legs are black,  
my feet are bare and standing amongst ashes 
I know they are my feet but equally they aren’t  
A strange affiliation previously unspoken 
 
At 19 Birmingham offered a big exciting escape from small town mentality   
So many people from so many places interested but also alarmed me 
How would I know what to do? 
 
One little Asian boy with beautiful olive skin, stays in my mind 
He had a rare condition, no hope  
His family devastated, stayed away,  
frightened to get close as they knew he would soon leave them 
 
As a student I stayed  
even in my fear  
I sang 
older nurses peered in,  
curious  
 
An elective opened the world for us but I shied away,  
preferring adventure and fun rather than self-discovery and harsh realities  
 
But then a chance opportunity led to tropical medicine 
Far North Queensland, the only paediatric unit in reach  
So many children, so impoverished, underserved, last on any priority list 
We fashioned equipment,  
no resources for these aboriginal babies  
 
But connections were made for me,  
stronger this time 
clingy embraces,  
soothing pats and strokes to still 
missing mothers, pain,  
all manner of rashes and ills 
 
But joy too  
first tastes of jelly, cake and laughter 
nurses so exceptional their faces still shine 



114 

 

Rewarded for my time with a silver nappy pin  
new skills learnt and heart changed  
I knew I had to care for those uncared for,  
or cared for by so few, unseen  
 
Africa loomed 
Welcomed me in and held me 
in an embrace too tight  
to ever set me free 
 
But as death passed so closely 
touched so many  
It also whispered in this nurse’s ear 
I choose to investigate 
sit still with God  
who welcomes all babies home   
 
But oh, to learn about another 
to be immersed  
to listen 
to grasp fresh language  
to be welcomed into lives 
mud huts so proudly swept  
little fishes freshly purchased  
lives full of joy, passion 
for faith, family and laughter 
 
And then to receive my nurse’s hat 
brilliant white, starched straight  
Florence would be proud  
 
A privilege  
long hours worked side by side  
trying to teach but mostly being taught 
and then to be told 
‘you are Malawian now Marie’ 
the tears feel close even now 
 
Afghanistan brought fresh eyes 
smells, sights and sounds 
guns and fear  
chaos on roads with no system to view  
but also, beauty,  
green eyes like the famous photo  
under the brightest blue burkas 
colours so vivid  
stories to behold in awe,  
that one nation could endure so much  
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And so, on returning I knew I couldn’t say goodbye  
to those so many miss, 
see as different, 
challenging  
and too difficult to engage 
 
So, for me, 
I am learning  
learning every day  
and encouraging others to listen 
as much needs to be told  
to be heard 
 
 
 
I am also a wife and mother, which brings empathy and understanding for families 

but also an awareness of how different and difficult it must be to have a child/ren with 

a palliative diagnosis. Some or all of these aspects can be seen as a paradoxical 

influence on this study, as it may enhance the study through a greater contextual and 

relational understanding, or constrain the study by being fixed around personal or 

professional experiences (Ashworth, 1997). Authors have viewed such a 

phenomenon differently but many refer to it as an insider/outsider paradigm.  

 

Being a children’s nurse and a nurse researcher had many benefits to this study but 

also added complexity, which needed to be considered carefully. At my main study 

site, I had an honorary contract within the palliative care team. I also became nursing 

chair of the local paediatric palliative care network during my PhD, with included 

hospital, hospice and community settings and many multidisciplinary team (MDT) 

members. These links were helpful as I was able to get to know specialists in the 

field well and utilise some of my clinical nursing skills and experience. Working within 

the palliative care team and network helped me to build rapport and trust and thus 

increase interest in my research and my search for potential participants.  
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5.2 Gatekeepers within the study and insider/outsider positionality 
 

 

Much of the literature refers to problems with accessing participants as gatekeeping, 

i.e. those with the power to allow researchers access (or not) to potential participants 

(Holloway and Galvin, 2016; Lee, 2005). Gatekeeping is common in healthcare 

research, where patients may be seen as vulnerable and at risk of coercion and 

manipulation by researchers and thus in need of protection (Holloway and Galvin, 

2016). My nursing roles and the relationships I built in differing capacities were 

helpful in recruiting participants and for giving staff the time to understand my 

motivations, research ethics and the process for potential participants to become part 

of my research. However, my nursing background also meant I had to consider which 

role or insider/outsider position I was in when meeting families and even staff 

members. I discussed this with the lead palliative care nurse in supervision and we 

decided having two separate identity badges (nurse and researcher) would allow me 

to be clear in my role and intentions. One benefit of my separate badges was the 

ability to declare my role to families and staff rather than appearing ambiguous. By 

taking time to deliberate my badge and the work I was being involved in, also allowed 

me space to consider how I may shift between insider nurse to outsider researcher 

within my interactions. Burns et al (2012) discussed a similar issue within her 

midwifery research in which she struggled between being an unseen observer and 

with being a midwife who would normally intercede. The author felt this was an 

impossible and frustrating ‘tight rope to walk’.  
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The badge system worked well for me when in the hospital environment as when 

wearing my nurse badge, I did feel the kinship and professional bonding with team 

members described by Asselin in (2003). However, I was also mindful of staying 

impartial, in order not to make assumptions if any of the HCPs’ I encountered later 

decided to become participants (McNair et al, 2008; Burns et al, 2012). Aburn, Gott 

and Hoare (2021) discussed a similar notion when they realised they had started to 

make assumptions about their participants by seeing them through the lens of their 

own experiences. By being aware of the potential for such issues in my own 

research, I was able to keep focussed and steadfast in the knowledge, that every 

participant would be different and thus must be seen as such. By taking an outsider 

view, I was thus unable to assume similarity or understanding and instead focus fully 

upon listening and increasing my understanding of the individual accounts of my 

participants. 

 

When interviewing families, I was honest about my differing roles and immediate 

focus. I also discussed this aspect within my ethical review, as families had to be 

assured any involvement in my research would have no impact upon their care, now 

or in the future. Due to the pandemic, I had ceased working in a clinical capacity prior 

to finding my participants and so none of the families were known to me clinically 

which I think was an important distinction. However, families did respond well to my 

nursing background and for one family this allowed them space to discuss very 

personal and emotive elements, such as care of their son after death, which they 

may not have felt comfortable to share with someone non-medical. Conclusions from 

the literature on the insider/outsider aspects of nursing research suggest that the 
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middle ground between insider and outsider needs to be occupied, in order to 

respectfully negotiate relationships whilst retaining a degree of analytical distance 

(Burns et al, 2012). Leslie and McAllister (2002) make the thoughtful assertion that 

the insider/outsider line should not be seen as one of binary oppositions, but more of 

a dialectic which requires acknowledgement. Within my study I tried to be open and 

approachable and was happy to discuss my roles, their overlap and any concerns 

they may generate.  

 

 

5.3 Power imbalances within the study  
 

 

Whilst many elements of my personal and professional affiliations were positive, it 

was important to also acknowledge the power differences between myself and 

particularly the family participants. Kvale (2002, p9) termed this “the asymmetrical 

power relations of the research interviewer and the interviewed subject”. Reflexive 

consideration of potential asymmetrical relationships and ways in which they may be 

exacerbated by presumptions surrounding such aspects as age, gender, race or 

ethnicity was important. D’Silva et al (2016) explored cross-cultural identity, as within 

her research, the colour of her skin was questioned and debated. Through her 

realisation of how her participants saw her and links they made to a shared ethos of 

marginalisation, she realised that “the truth of who I am was not mine alone to make 

but rather what my participants made me out to be within their own boundaries” 

(D’Silva et al 2016, p98). Similarly, Mangat (2018) talked of changing skin colours. 
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Mangat described herself as of Indian descent but born in Canada, her PhD focused 

on Indian women who had been raped. She found her positionality changed 

depending on where she was and who she was with and she suggested that 

intersecting identities are context specific and relational, thus she could change from 

brown to white. The influence of multiple identities is also discussed by Sydor (2019) 

who found the many layers of influence she had (her strict religious background, lack 

of sex education as a child and her role as a sexual health nurse), were affecting her 

decisions with her research analysis.  It is clear from such studies that there are 

many layers of influence, affect and perspective to consider when working cross-

culturally.  

 

My positionality highlights my privilege and being aware of this and the notion of 

social critique theory in reflexivity i.e. the recognition of multiple, shifting researcher-

participant positions, was critical to understanding both myself and myself in relation 

to my participants. However, it is not an easy undertaking to deconstruct authority 

(Finlay, 2002b). Such a process is not straightforward and requires huge amounts of 

effort to identify and interrogate personal and professional practices. Subsequently, it 

can be challenging particularly for professionals such as nurses who may be used to 

professional distance and objectivity (Finlay and Gough, 2003). I used many different 

strategies to aid the process of trying to become separate and look at myself as if 

from the outside, so I could begin to critically analyse my relationships anew, 

particularly where power imbalances were apparent. 
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5.4 A Cultural Humility approach within participant interactions  
 

 

One approach was to utilise a Cultural Humility philosophy openly with participants, 

as advocated by Yeager and Bauer-Wu (2013). This allowed me to voice my 

incompetence, show my limited knowledge of their experiences and thus ask 

questions, encouraging participants to reciprocally educate me. For one family, this 

centred around the value and importance of their Muslim faith. By acknowledging my 

limited understanding, I felt a pivotal shift in our relationship as I became the one who 

needed their education and they relished the chance to be heard. Similarly, a study 

researching young Pakistani men found a comparable method for addressing power 

asymmetry, by focusing upon a two-way relationship in their research interviews and 

the importance of knowledge exchange and rapport (Shivji et al, 2022). Such an 

approach also fits with the work of Bhabha (2004, p312) on transcultural hybridity 

where ethnically diverse individuals meet and merge their views to create new 

knowledge (Manathunga 2013; Lee, 2016). 

 

 

5.5 Peer Correspondence and Letter Writing  
 

A further method aimed to increase my own self-awareness, especially of white 

privilege and power, was that of peer correspondence and letter writing with a fellow 

PhD student working with primary school refugee children and their families. This 

idea came from the indigenous research conducted by Lira et al, (2019) in which a 

group of researchers working with indigenous participants used correspondence-
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centred methodology (Rautio, 2009), to give space for sharing the complexity of what 

each member of the team brought to their research. Letter writing in both instances 

allowed time to share our perspectives about knowledge, academia and our fears, 

vulnerabilities and positionality. We used our letter writing and subsequent meetings 

to create a safe and confidential space to discuss our memories, influences and 

allow time for each of us to be heard and valued. An element which was particularly 

helpful for me was that of discussing my own oppressive relationship with my brother 

and how this has affected my own empathy for others’ pain and oppression. Within 

our correspondence, we were also able to question each other on difficult and 

confronting aspects such as decolonisation of our research methods and how 

working with advisory groups might help towards this.  

 

5.6 Reflexive diary and poetry 
 

I first learnt about reflexivity during my Master’s thesis (Clancy, 2013), particularly the 

importance of undertaking critical questioning in order to examine myself and reduce 

any personal prejudices as much as possible (Underwood, Sattethwait and Bartlett 

2010). Reflexivity is a dynamic and ever evolving method of continual questioning 

and personal evaluation. However, it seems important to acknowledge that often our 

thoughts, motivations and perceptions are partially subconscious and, as such, we 

may not be aware of them. As such we need to repeatedly engage with difficult and 

probing aspects of self-discovery and awareness. Self-discovery is not an easy 

process, but by writing things down at pertinent moments and reviewing them I was 

better able to see, for example, if my approaches to interviewing were effective and 
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to look at resolutions if modifications to questioning techniques were needed (Rolfe, 

2006).  

 

Within this study, a reflexive diary including reflexive poems were useful to collect 

thoughts particularly at the point of data collection; afterwards and at many points 

during data analysis for later review and discussion. By keeping a clear record of 

views and perceptions throughout my data collection and analysis, I have been able 

to become further aware of my actions, feelings and perceptions and thus any deep, 

meaningful and difficult questions that needed to be explored further (Freysteinson et 

al, 2016). Pertinent entries have also been discussed with my PhD supervisors and 

have been invaluable for ensuring any assumptions are questioned and that my 

findings were rooted in the accounts of my participants (Fook, 2002; Asselin, 2003; 

Jootun et al, 2007). By utilising the support of my supervisors, the subjectivity of my 

data evaluation was limited and the data representation further examined and 

rationalised leading to enhanced reliability and rigour of my research findings (Mays 

and Pope, 2000; Smith, 2006; Darawsheh, 2014). Excerpts of my reflexive journey 

can be found here in the two poems included (‘Not my legs’ and ‘Mothership’) to 

illustrate method, but also within the Silences Dialogue Chapter - to show how 

reflexivity has influenced and sometimes changed my analysis and interpretations. 

  

My experiences with poetry have enabled me to gain valuable self-insights and to 

reflect in a deeper more meaningful way, offering me a cathartic outlet for clinical 

experiences (Clancy, 2017). With these benefits in mind, I wanted to take my 

previous learning into my study, in order to promote open and honest reflections as 
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advocated by Tilley-Lubbs, (2011) and Jack, (2015). Poetry can offer a link between 

head and heart, a space for dialogue (shared and internal), freedom from academic 

constraints, help with expression of difficult emotions and increased self-awareness 

(Leggo, 2008). Redman-MacLaren (2015) discusses reflexivity as a process which 

enables critical and constant expansion of understanding about research processes 

and the role of the researcher. She felt that poetry was thus an ideal tool for 

synthesised, reflexive research practice. Similarly, Finlay (2002b) discusses the use 

of discursive deconstruction within reflexive practice and the importance of 

recognising the significance of rhetoric, voice, language and grammatical meanings. 

Poetic writing is a further method in which I became more aware of my choice of 

words, terms and their meanings, both for me and others. 

 

In the poem that follows, I share my reflexive experience following interactions during 

an asylum seeker befriending session, early in my research journey. Within this 

poetic reflection, I wrestled with my and other’s motivations, intentions and the 

personal, human aspects of my research.  

 
 
Mothership  

 
Polished skin 
Tones gleaming radiantly  
 
Well intentioned? Lottery funded?  
Nice to tell others about? 
Cynical, hypocritical? me? 
 
Just because my ‘ethnic chic’ is at the back of the wardrobe, 
Aren’t I just the same? 
 
This a playgroup but I am looking for philosophical reasoning, anthropology and 
answers to help me 
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My motives aren’t pure but here I sit with shoes off 
Butterfly wings flapping along to a cello beat 
 
Many wouldn’t come or would come without their children, 
Our precious jewels 
 
But in coming, the humanity of others, our togetherness,  
the things we share, 
are in sharp focus,  
 
Her beautiful brown African eyes 
twinkling with toddler mischief and her mother’s love beaming from her proud face  
create a lasting imprint  
 
and in her beautiful best pink dress 
and ever so slightly too big shoes 
her daughter twirls with mine 
 

 

 

By reflecting poetically following this encounter, I was able to acknowledge my 

assumptions and stereotypical views. I have always considered intention to be 

important within interactions with others but following this experience, I was able to 

see that our intentions are often internal and thus not visible to others. The 

organisers of this event may well have had good intentions, most likely they did, as 

otherwise their time would likely have been spent elsewhere. However, my focus was 

drawn to the visible - the aesthetic - more so than I realised before and with an 

intensity and anger I had not previously appreciated. This was helpful as it brought 

my own views to the forefront, which helped me to reframe them and move forward 

with a less judgemental stance. 
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5.7 Conclusion  
 

In conclusion, Finlay (2002b) discusses utilising five techniques (introspection, inter-

subjective reflection, mutual collaboration, social critique and discursive 

deconstruction) in reflexive research approaches. These techniques have collectively 

helped me to better understand my own role and influence in my research, 

particularly in the interview and analysis contexts. I have become more insightful by 

examining my own responses and the interpersonal dynamics in my interactions, 

particularly where there were potential power imbalances. I have used the learning 

from these methods to enhance the trustworthiness, transparency and add additional 

accountability to my research methods. 

 

5:8 Conclusion to Stage Two  
 

To summarise, Stage Two has detailed the methodology for this study IPA, with 

discussions around IPA’s origins and Phenomenological, Hermeneutic and 

Idiographical roots. Further, in Chapter Four is an exploration of the creative methods 

of ‘draw and talk’ and poetry and the potential benefits these offer. Finally to 

conclude the stage Chapter Five has detailed my personal stance within my 

positionality exploration and the reflexive approaches used in this study to limit 

partiality, prejudice and encourage self-awareness.  
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Chapter Six  - Data Collection  

6.0 Introduction to Stage Three – Voicing Silences  
 

 

Stage Three of the Silences Framework incorporates the data collection and analysis 

phase of this study. The purpose of this stage is to explore the identified ‘silences’ in 

context, to highlight the views and experiences of the participants. This stage will 

rationalise the way that data has been collected, alongside addressing ethical 

concerns and demonstrating the IPA process followed. Further detailed are the 

findings by theme and setting, including community, hospice, hospital and combined 

across setting analysis. Additionally, Stage Three provides an opportunity to discuss 

how data analysis was reframed and enhanced through a cyclical process - the 

Silences Dialogue. The Silences Dialogue section details the ways in which the 

collective voices of this study have been used to enhance data analysis and the 

accuracy of interpretation. Figure Nine highlights how this stage fits with the other 

elements of the framework. 
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Figure nine – Stage Three – Voicing Silences 

 

 

6:1 Ethical considerations 
 

The ethical considerations for this study were deliberated with great care to, as far as 

possible, protect study participants and myself from any harm. I aimed to address 

both apparent and potentially concealed vulnerabilities and detail here the steps 

taken to mitigate risk. No data collection took place until ethical approval was 

received from University Governance and NHS Research Ethical Committee (REC) 

(Yorkshire & The Humber – Leeds West Research Ethics Committee), approval 

documents are included in Appendix 12. 
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6:2 Recruitment of participants 
 

In order to safely and unobtrusively recruit family participants, information about my 

study was first given to HCPs at my two main study sites; a large in-patient children’s 

hospital and a regional children’s hospice. These sites were chosen as they care for 

many of the children in the region with palliative care needs and have the specialist 

knowledge and resources available to provide this care. Participant discussion 

regarding community care was based upon the individual family’s utilisation, as this is 

usually organised in conjunction with either hospital or hospice care.  

 

The recruitment of family members via their usual care teams was undertaken to 

minimise pressure for families to take part, and ensure they were adequately 

informed about the project by those with whom they already had a relationship. 

Recruitment was staged to enable families to be identified (by their usual care team), 

have time to consider their participation (and read information about the study) and 

ask me any questions they might have. 

 

6.3 Participant Information Sheets  
 

Participant Information Sheets (PIS) for families and children of different ages were 

created with advisory group members (details of each advisory group are provided in 

Appendix Seven) and by following National Research Ethics Service Guidelines (The 

PIS for the study can be found in Appendix 13). Advisory group input was crucial to 

the creation of these documents, to ensure they were comprehendible and 
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addressed potential sensitivities. Amendments to the initial PIS were made following 

advisory group feedback regarding the initial drawing to be included. The drawing 

utilised in the PIS and recruitment material was important, as it aimed to attract 

potential participants and so needed to clearly show the relevance of the study. If the 

drawing wasn’t inclusive, representative or was seen as insensitive or inappropriate 

this could have negatively affected the recruitment process.  Advisory group 

members suggested the addition of another family, to ensure accurate representation 

of ethnically diverse families and to be more inclusive of different types of children 

with palliative care needs. A further suggestion was the removal of one of the red 

crosses so that families did not consider the project to be linked to one particular faith 

group (Changes made are detailed in Figure 10).  

 

 

 

 

 

 

 

 

 

 

Figure 10 – Advisory group suggestions and changes made to 
information sheet for participant recruitment 
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6.4 Information giving to clinical teams  
 

I arranged both formal and informal information-giving sessions for the two study 

sites, by working with teams during my honorary contract hours and more formally 

with the use of presentation slides, to inform and encourage clinical teams to help 

with participant recruitment. Usual care team involvement was also helpful to 

ensuring any language needs were assessed and met. None of the participants 

asked for their PIS forms to translated, but two of the families did require interpreters 

in the interviews. These were organised by the respective care teams so that 

professional (and where possible familiar) interpreters could be utilised. Care teams 

were also asked to consider any present physical and mental ill health of the family 

prior to selection, to help me to evaluate their readiness and ability to participate. A 

further task carried out by the usual care teams for any potential participant was an 

assessment of capacity to consent for all adult participants prior to consideration for 

inclusion in the study. This involved a discussion in which the participant needed to 

recount and show understanding of the purpose and nature of the research, including 

any benefits, risks or burdens to taking part following their reflection on the PIS. 

Once families agreed to take part in the study, the family’s care team and I were able 

to organise interviews to suit the needs of the individuals involved. Additional time at 

the start of each interview was given, to enable further opportunity for participants to 

ask any questions and go through the PIS, which was crucial to ensuring participant 

understanding.  
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6:5 Assent and Consent Procedures  
 

Assent and consent forms were utilised (detailed in Appendix 14) to ensure all 

important elements were considered prior to starting the interview. By using a form 

such as the one in Appendix 14, standardisation and consistency was assured for 

each interview. For any child participant, Gillick competency guidelines were followed 

to assess whether they had sufficient maturity to enable them to understand what 

was involved in taking part in the study (Griffith, 2016). For children under 16 years, 

assent to participate was taken alongside parental consent. The PIS aimed to be 

clear and easy to understand for all potential participants and it thus outlined that 

participants could stop being part of the study at any time, without giving a reason 

and that they could ask for their data to be deleted up to one month after their 

interview date. The one-month timeframe was given so as to not delay data analysis 

but also give a sufficient time for reflection and decision making by families, if upon 

reflection they did want to withdraw from the study.  

 

Within the consent process, the safeguarding procedures were highlighted to 

participants. This included when confidential information may need to be discussed 

with others (if a disclosure of harm to the participant or others or a previous history of 

abuse of children or adults were disclosed). The consent process was reiterated prior 

to the commencement of interview. It was important for me to ensure full participant 

understanding of the safeguarding process in my capacity as researcher but also 

professionally as a registered nurse. In both capacities I would be duty bound to stop 

an interview if a safeguarding concern was disclosed and report this information. 

Participants were also made fully aware that whilst their data was to be anonymised 
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and confidential, there were exceptions to this in the event of a safeguarding 

concern. Should any participant have disclosed information about intention to harm 

others or previous abusive behaviour, participants were made aware that I would 

need to stop the interview and carefully document and escalate the safeguarding 

concern to the appropriate channels.  

 

 

6:6 Protection from harm 
 

Participation in this study was a potential burden on participants’ time. Accordingly, 

the interviews were kept as short as possible, whilst still allowing enough opportunity 

for participants to share their experiences in a meaningful way. There was also a 

potential for emotional burden during and following research participation. I thus 

monitored participants closely during interviews to recognise any distress and to 

provide appropriate support. Linkages to appropriate services for on-going support 

were offered to all participants, with the most appropriate sources of support 

identified with help from the individual health care teams. None of the participants 

became visibly distressed during their research interviews, but a protocol to manage 

potential distress was identified and is briefly described in Appendix 15.  

 

My study included discussions surrounding two highly sensitive issues: migration and 

children’s palliative care. Although these discussions were directed by participants, 

there was a potential for any of the participants involved in the study to experience 

distress. My experience of investigating sensitive issues and clinical nursing 
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expertise in caring for sick children and their families was of benefit here, as I felt 

able to identify mental distress in my participants and act appropriately. I received 

clinical supervision and support from the Deputy Head Nurse (previous palliative care 

lead nurse) at the hospital study site. This was valuable to enable me to debrief 

following difficult conversations, explore challenging decisions and reflect upon the 

participants, the research and any impact this had on me personally or 

professionally, in a confidential setting. 

 

 

6:7 Online interviewing  
 

Following ethical approval and the presentation of recruitment information to clinical 

teams, participant interviews commenced at the beginning of 2021. The Coronavirus 

pandemic resulted in a stay-at-home order from the UK government which 

commenced on the 26th March 2020, following this more localised lockdowns were 

announced in the summer of 2020 with a second lockdown announced on the 5 th 

November 2020 (Institute for Government Analysis, 2021). By the time interviews 

commenced most children had returned to school but there were still limits on social 

mixing. Family fears for children with palliative diagnosis were heightened due to the 

increased risk associated with Coronavirus infection (as discussed in Chapter 1:15). 

Subsequently, many families continued to keep their children at home and were 

reluctant to visit healthcare environments or have visitors to their homes during this 

time (NHS, 2020b). Interviews were offered to participants via telephone, online or 

face-to-face. Due to the pandemic one family were shielding during recruitment and 
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many HCPs’ were limiting their contacts, with some study sites not allowing visitors. 

Subsequently, only one HCP interview and two-family interviews were conducted 

face to face, with the rest conducted online via Microsoft Teams. Microsoft Teams 

has inbuilt encryption to protect participants data. Both initial (and the second 

interview with Family Tessa) were digitally recorded using an encrypted audio 

recorder or via Teams software and recordings were encrypted within 48 hours and 

stored on the University Research Data Server (RDS) as per the agreement of 

University and NHS ethical approval processes. 

 

Prior to organising times and dates for interviews, I asked participants and/or their 

care teams to consider the location for the interview and any connectivity issues 

which may impact upon our interview. Engward et al (2022) discussed the need for 

such pre-interview information with online interviewing, to contribute to risk 

assessments. Aspects of online safety were important to ensure that participants 

were able to talk freely without interruption, in a safe and confidential space, where 

others could not listen in. Engward et al (2022) debate the notion of privacy online as 

being partial and incomplete, with researchers not always being aware of concealed 

viewers. As such, a conversation was initiated with each participant to ensure the 

safety aspects of the online space, such as confidentiality were understood prior to 

interview commencement.  

 

All participants who conducted their interviews online did so in their own homes. The 

video function of Microsoft Teams was used for each online interview and this meant 

many non-verbal cues could still be shared between myself and participants. I feel 
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this enabled a natural back and forth communication. This included some nonverbal 

signals such as chronemic (timing and pace of speech), paralinguistic (variations in 

volume, tone or pitch) and kinesic (eye contact, facial expressions, gestures, 

postures) communication (Kalman et al, 2006). As Irani (2019) details, I was aware of 

my inability to observe the full range of body language that participants might 

demonstrate when face to face but paid full attention to any non-verbal clues offered. 

Flick (2020) states that an increased attentiveness, noticing and checking can result 

in a more rigorous shared understanding of the participants’ account, which was an 

important consideration during data analysis. However, the speed of interactions in 

online spaces have been said to create a distance between researcher and 

participant, which can reduce the researcher’s sense of sensitivity toward the 

participant (Duggan and Brenner, 2013). Thereby, awareness of such limitations and 

a focus upon consistently checking my own actions and sense of purpose for the 

interview, was important in mitigating such aspects. 

  

The timing of the research interviews during the pandemic meant many of the 

participants had already become familiar and comfortable with online meetings, 

which was of benefit and minimised user errors often cited as disadvantages to 

online interviewing (Irani, 2019). Bryman, (2004) and Hanna and Mwale, (2017) 

suggest benefits to online mediums, in that they may offer a more comfortable 

environment to share personal experiences, can be more convenient and give more 

control to participants, whilst also offering easy data capture with built-in recording 

programmes. Pragmatic limitations to online interviewing may relate to disruptions 

and problems with connectivity (Hanna and Mwale, 2017) and the need for 
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infrastructure and finance to support internet activity, which may be limited in the 

forced migrant population (Latonero and Kift, 2018). However, Kutscher and Kreß 

(2016) researched internet use for forced migrant populations and found it can have 

a central role in survival and coping by providing a vital source of contact, orientation 

and support. Subsequently, internet connectivity may be a priority and much used 

resource for forced migrant families. Therefore, assumptions were not made and 

individuals were asked about their preferences and provisions, so interviews could be 

tailored to each family’s needs. 

 

In addition, the online nature of many of the interviews had impacts on the creative 

approaches offered, as I felt that participants were a little reluctant to try these in 

isolation but would have been more willing if participating and being shown 

techniques face to face. This was an unavoidable limitation due to the pandemic, but 

one which is a learning point for any future implementation of creative methods. 

 

6:8 Sampling processes including inclusion and exclusion criteria 
 

 

A purposive sampling technique was used in this study, in order to identify and select 

meaningful perspectives and information-rich cases directly and specifically related to 

the phenomenon of interest (Boswell and Cannon, 2018; Shackleton et al, 2019). 

Participants were chosen because they offered insights from a position of shared 

expertise: parents/guardians of children with LLC/LLT, children themselves and HCP 

from hospital, community and hospice settings. Inclusion and exclusion criteria 
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(detailed in Appendix 16) were created to identify the study population consistently 

and objectively and to ensure the research questions could be answered. One 

possible benefit to study participation was the opportunity for family participants, all of 

whom had never been asked for feedback on their care before, to have their opinions 

heard and respected. Many of the participants shared after the interview that they felt 

grateful to have the opportunity to share their perspectives. Bogdan and Biklen 

(1998, p204) described giving voice as empowering people to be heard, who might 

otherwise remain silent or who have been silenced by others. Mazzei and Jackson 

(2009, p1) state that researchers need to privilege the voices of the marginalised and 

to free their authentic voices from whatever restrains them.  

 

A distinctive feature of IPA is the commitment to a detailed interpretative account of 

participants lived experiences. Thus a relatively small sample size is often 

recommended to allow for a rich depth of analysis. Brocki and Wearden (2006) 

conducted a review of 52 IPA studies and found that small sample sizes were common. 

There are several advantages to undertaking research with small numbers of 

respondents which include rich insights into specific health experiences (Duncan et al, 

2001), gathering clinical implications (Hunt and Smith, 2004) and helping to advance 

knowledge through multiple small-scale studies (Touroni and Coyle, 2002; Turner, 

Barlow and Ibery, 2002). Whilst scholars have sometimes criticised the small sample 

sizes utilised in IPA studies, focusing on a small number of respondents can help to 

minimise loss of subtle inflections of meaning (Collins & Nicolson, 2002, p626), 

preserve nuances (Elliott, Fischer and Rennie, 1999) and avoid the researcher 

becoming overwhelmed by too much data and producing broader, shallow or simply 
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descriptive analysis (Hefferon and Gil-Rodriguez, 2011). Additional disadvantages to 

larger sample sizes were the possibility of creating ethical issues, such as a wasting of 

time or overburdening of participants without adequate research gain (Hennick and 

Kaiser, 2022). Many of the criticisms of ‘small’ sample sizes in qualitative research 

appear to stem from a dominant positivist paradigm with a prioritisation of numerical 

power (Vasileiou, et al, 2018).  For this study the priority was to have data adequacy in 

which instead of a focus upon numbers, the emphasis was placed on gathering enough 

data to give rich and nuanced accounts which could be learnt from (Hennnick and 

Kaiser, 2022). The sample size used within this study gave an additional benefit; the 

ability to add creative methods to both data collection and analysis. The creative 

methods utilised added a further level of interpretation and understanding and would 

not have been possible with larger numbers of participants within a doctoral study 

timeframe. Subsequently, a sample size of 10 to 15 participants was used to allow rich 

data to be gathered and to facilitate the inclusion of multiple perspectives to answer all 

of the research questions (Smith, Flowers and Larkin, 2022).  Interestingly, although 

this recommendation relates to IPA, a recent qualitative study which explored optimal 

sample sizes for all qualitative studies also suggested 9-17 participants for interview 

data collection (Hennink and Kaiser, 2022). 

 

My study focussed around three families: two from Syria and one from Afghanistan. A 

total of seven HCPs from community, hospital and hospice settings were interviewed 

including three British, one West Slavic national and three of mixed Asian heritage. The 

HCP participants comprised of social workers, psychologists, hospice team managers, 

nurses and chaplaincy staff. The profile of participants is outlined in Figure 11 along 
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with the connections between participants. All names detailed here are pseudonyms to 

protect participants’ real identities. 
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Figure 11 – Participant Demographics
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Chapter Seven – Data Analysis  

7:0 Introduction to IPA process  
 

A central focus of IPA is a particular emphasis on understanding the participants’ 

individual experiences, thence maintaining an idiographic and inductive approach is 

crucial when analysing data (Smith and Nizza, 2022). To analyse in alignment with 

IPA methodology, each participant’s account was firstly analysed in a single case by 

case process, involving interpretation of each interview transcript. Analysis was 

undertaken line-by-line in order to get closer to the claims, concerns and 

understandings of each participant (Larkin et al, 2006). For each transcript, the 

account of the participant was formatted centrally with large margins on each side for 

initial exploratory notes on the right-hand side (as detailed in Table Seven).  

 

Table Seven – Example of IPA analysis for individual participant 
Rebecca 

 

Experiential 
statement 

ORIGINAL TRANSCRIPT 
 

Exploratory notes 

Passion for nursing 
Generational, family 
history and 
expectational 

“So yeah.. so obviously as I said my.. (pause) 
passion and interest for nursing started when 
I was about 4 years old and I had my 
grandma and my aunty that I really wanted to 
be, who were both midwives, in different.. in 
fact 2 aunties, I forgot to put the other one”. 
 
 

L: False start, pauses hesitates 
D: Passion and interest in nursing started 
at 4 years old 
L: Repetition and reiteration of family links 
to midwifery 
C: conscious of number of relatives with 
health professions, is this important? 
Significant that the number is larger? 
Is she worried about forgetting loved 
ones, or not crediting someone 
important?  
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7:1 IPA stages of data analysis  

7:1:1 Exploratory notes 
 

IPA is notorious for the step by step process it outlines to analysis data. This section 

will detail the IPA processes I followed with examples to show a transparent method. 

Initial analysis began after reading and listening to the participant accounts multiple 

times, I then made notes and used highlighters to detail any words or sentences 

which appeared interesting and relevant. This initial focus upon creating exploratory 

notes allowed me to capture significant elements of each participants account, whilst 

trying to understand what appeared to be important to them. I was also able to reflect 

carefully on the participants words during this stage, before jumping to any 

conclusions or making more speculative interpretations. During the initial analysis 

phase, I was also able to note any similarities or differences in the narrative and any 

contradictions which may need further clarification. I also found re-listening to 

recordings of the interviews helpful in remembering the interview context and 

rekindling the memories of participant’ emotions, expressions and non-verbal 

communication. 

 

7:1:2 Descriptive, linguistic and conceptual notes  
 

Smith et al (2009) distinguish between different types of exploratory notes including 

descriptive, linguistic and conceptual notes. The understanding of the various types 

of notes helped me to think in more depth about the contents of the participants 

account and informed my understanding of the cognitive and affective state of each 
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participant. Table Seven details an example of how I used these concepts and shows 

descriptive notes (D:), which were often basic notes to summarise and describe 

things like objects, events, experiences, processes and locations. Some descriptive 

notes initially appeared quite self-explanatory or simplistic, but the action of noting 

them helped me to highlight and reflect on my basic understanding of what was 

happening in that portion of the transcript. I found this useful as a first step before 

delving deeper.  

 

The linguistic notes (L:) in the Table Seven example denote the use of language by 

the participant, including the actual words spoken or how they were spoken. 

Linguistic comments also included the use of pronouns, verb tenses, pauses, 

laughter, metaphor use, repetitions, hesitations and tone (Smith and Nizza, 2022). In 

Table Seven, the term ‘false start’ relates to the hesitation the participant showed 

when finding it difficult to put her thoughts into words. Considering these elements 

helped me to reflect on why this might be the case. Lastly, conceptual notes (C:) 

were added, these were interrogative and often took the form of asking questions 

about the data, particularly at the start of analysis as I tried to get an overall sense or 

picture of the data. Some of the questions I asked were left unanswered, but others 

become clearer as my analysis deepened and my interpretation developed.  Overall, 

I found the use of these three types of notes helpful as I considered the participants 

and my own understanding of what was being discussed and, as I aimed to maintain 

an open non-judgemental standpoint in seeing a range of potential meanings.  
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7:1:3 Experiential Statements and initial theme creation  
 

Following the detailing of initial thoughts in the exploratory notes section, experiential 

statements (or initial themes) were created. This involved an iterative and fluid 

process of further engagement within each transcript, including processes of 

reduction, expansion, revision and creativity. This was frequently multi-directional 

moving from examining part of the transcript text in its own right but also in the 

context of the whole interview (Smith, Flowers and Larkin, 2022). Overall, the aim of 

this stage of analysis was to provide a concise summary of what was important in the 

transcript, giving a more stable reflection of description, interpretation and 

understanding. The next stage of analysis involved searching for connections across 

experiential statements and mapping how these might fit together.  

 

Initially, experiential statements were detailed chronologically and so the links 

between different portions of the interview could not be clearly seen. To understand 

the most interesting and important aspects of each participant’s account, I found 

cutting up the experiential statements and arranging them on the floor to break up the 

ordering beneficial. This also gave me a bird’s eye view of the whole account and 

enabled me to see each experiential statement as equally important. I was then able 

to move them around and group them together, trying different cluster groups until 

the patterns between statements appeared to best represent their interconnections 

(Smith, Flowers and Larkin, 2022). Following this, each cluster of experiential 

statements was given a title to describe its characteristics, these became the 

participant’s Personal Experiential Themes or (PETs). This can be seen in Table 

Eight within the example of Kinza.  
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Table Eight  - Personal Experiential theme (PET) one, for Kinza 

Theme 1: Feelings of Alienation and Discrimination 

Subtheme; Hijab misunderstandings 
 
“Because she wears Hijab so sometimes she feels like, felt like, they do not they are not happy to 
accept her” (pg3.10) 
 
“One day they maybe meet her in corridor, my wife was wearing Hijab, she oh like scared from... 
like this (hides behind hands), silly behaviour” (pg3/4.10) 
 

Subtheme; Lack of understanding of religious needs 
 
“Sometimes she said while she was fasting so she has to sit without food from the morning until 
sunset and sunset in the summer was about 9.30 and about 8 o'clock they turned off lights and all 
the people they try to sleep so it is difficult for Muslims to eat and er everything is switch off 
electric in the ward, turn off appliances,  
 
So, you cannot switch it on yourself? “Yes”  
 
“She has a bad memory sometimes of her first days in the UK of how they dealt with her, she was 
fasting and she wanted to pray, cannot speak English or understand them or express” (pg13.39) 
 
“So, when my wife she wants to pray she has to cover her hair to pray, some others maybe they 
wash their hair like this, they do not like and….we understand them but we wish and hope others 
understand us. It is our belief and this helps us particularly in this very difficult situation” (pg12.37) 

Subtheme; HCPs Apathy and Anger 
 
“Sometimes I want to go and feed my baby, they told me "you are three days, you can walk", but I 
cannot walk, I cannot walk, I want help, I want somebody to help me. I am waiting, sometimes I 
want a cup of water, I want to drink my medicine, a long time to bring and sometimes I feel they 
was angry, I do not know why, because maybe I think that they thought because I cannot speak 
English, because I do not know why, so why is this nurse saying, why? When I want to go to our 
home with my baby, also I want someone help me with my stuff, my bag. "You can". "I cannot, I 
cannot" (pg19.61) 
 
“I remember she told me she was not able to ask a nurse to come and bring water so she came 
and told her ’next time do not press the button’ yes you can walk some to reception and ask what 
you want do not press the button. And all the time I am crying because I cannot be with my 
husband, I am alone, yes and my baby in intensive care and this day is my son passed away, oh  
All the time I am crying, I am crying ‘what has happened? What has happened? No, you have to 
go to kitchen/reception do not press another time” (pg19/20.61) 
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7:1:4 The Creation of Personal and Group Experiential Themes 
 

The next step of my IPA analysis once all the PETs had been created, was to move 

onto the next participant’s account and repeat the process, treating each new case 

individually and afresh. Following analysis of all cases (as detailed in Table Nine and 

10), the analysis moved to cross case analysis with the aim of showing the shared 

and unique features of experience across the participants. In order to help with this 

process, again the PETs were cut up and laid onto the floor to help give a wider view 

and context of the experiences of participants. This process was similar to the 

process explained within the systematic review detailed in Chapter Three. 

Convergences and divergences were noted and it became important to consider 

particular sub-themes and experiential statements again, to remain grounded in the 

data (voices of the participants) and ensure my reflections and were clearly 

representing the participants’ experiences. 

 



147 

 

Table Nine – Personal Experiential themes (PETs) or individual themes by HCP  

Holly Theme 1: Individualised care versus protocol led 
Theme 2: Importance of learning/teaching/education (with elements of Cultural Humility CH) 
Theme 3: Expertise, experience and love for the role 
Theme 4: Relationship building and advanced communication skills (links between time spent, trust and understanding of what is important to families) 
Theme 5: Honesty and truth telling tensions and incident 

Marian Theme 1: Individualised care  
Theme 2: Learning, education, reflection  
Theme 3: Relational skills and communication  
Theme 4: Health literacy/access barriers  
Theme 5: Personal motivation, experiences, sense of vocation versus challenging nature of the role; burdens (compassion satisfaction and fatigue) 
Theme 6: Strategies to combat challenging role 

Clara Theme 1: Own role, characteristics and passion for justice  
Theme 2: Frustration with others passivity and lack of proactivity – links to advocacy 
Theme 3: Barriers to care; Communication, language, finances and access 

Sobia Theme 1: Personal history and experience of migration 
Theme 2: Compassion fatigue and elements of burnout 
Theme 3: Relationship building with families 
Theme 4: Parental burdens 
Theme 5: Access, coordination of services, finances and language barriers 

Flo Theme 1: Passion for justice, fighting against the system 
Theme 2: Lack of health literacy, awareness and access to services 
Theme 3: Relationship building 
Theme 4: Communication barriers 
Theme 5: Burdens of the role, crossing of professional boundaries versus advocacy  
Theme 6: Parental burdens and coping strategies  

Rida Theme 1: Vocational nature of the role 
Theme 2: Migration experience and background (bridge narrative, gender) 
Theme 3: Alienation, isolation and difference 
Theme 4: Cultural reluctance to complain 
Theme 5: Relationship building  
Theme 6: Importance of religious/spiritual awareness to care (education) 

Rebecca Theme 1: Background and motivation for the role 
Theme 2: Challenging nature to the role and compassion fatigue 
Theme 3: Entitlement and ethics versus empathy 
Theme 4: Strategies to help families (MDT/Multi agency working, questioning entitlement sooner, deportation, appropriate resource, education, communication, 
peer/link worker) 
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The Group Experiential Themes (GETs) for this study can be seen in Table 11 and 

are organised by family and then HCP participants. Following further review and in 

order to analyse and detail what is unique to this study, the GETs were subsequently 

ordered into themes across settings (as detailed in Table 12). A rationale for this 

ordering was some of the contrasting findings seen in Table Nine and 10. Here the 

setting of the care received appeared significant, with family participants detailing a 

lack of time and short-term view to care in hospital;  

 

“The nurses come on shifts obviously, they come and do their bit and go” 

(Parent Adiva. 7:55)  

 

Whilst a longer-term approach was described as important in the hospice setting;  

 

“It is always crisis centred (the hospital), so for me to actually be in a 

children’s hospice, actually to have that time to actually go in and see 

somebody build up their rapport … and not actually to be doing something it 

took me ages to get my head round” (HCP Sobia. 22.62/3)  

 

 

Similarly, family centred care was discussed differently in different settings; in the 

hospital it appeared difficult to achieve; 

 

“Nobody can understand her and support her and appreciate our 

circumstances. I talked with some nurses, please now this day, the memories, 

we lost our son last year like the same (day), let me support my wife and my 

baby” (Dad Maaz (int 1). 19.59)  
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7:2 Rigour and transparency of method  
 

A further element, to ensure rigour within my analysis, was the detailed audit trail to 

show transparency of method. This can be traced from transcript analysis to the 

development of experiential themes (and is shown within the tables provided here). 

These are examples of interpretation and analysis, however full transcripts are not 

provided as appendices due to the identifiable elements of rare disease and forced 

migration detail and the need to protect participant confidentiality (Wiles, et al, 2008).  

 

Whilst semi-structured interviewing is detailed in the literature as offering a powerful 

tool for data collection, the relational processes and skills of the researcher can be 

vital in understanding and analysing the thoughts, beliefs and experiences of 

individuals (DeJonckheere and Vaughn, 2019). To provide a balance of relationship 

and rigour, I developed tools to aid any difficulties in conversational flow. I also 

talked through my potential approach in a pilot interview with other experienced 

researchers, where I was able to voice my concerns and utilise the knowledge of 

others. I employed a reflexive approach throughout my data analysis which was 

greatly aided by the expertise of my advisory groups.  The process of analysis was 

further aided by supervision support to aid ‘coherence and plausibility’ of the 

interpretation, check my understanding and limit any personal partiality or difficulties 

experienced during the interview process (Smith, Flowers and Larkin, 2022, p75). 

 

In addition, the advisory groups from this study formed part of the ‘Collective Voices’ 

within the Silences Framework application when they reflected upon the study 

findings with me. Each advisory group had specific expertise and so during this 
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process I was able to ascertain if my findings fitted with the common experiences of 

the group/s, allowing me to have a further method of comparison, feedback and 

cyclical data analysis (Janes, Serrant and Sque, 2019).  
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Chapter Eight - Findings by theme and setting 

8:0 Introduction to the section  
 

This chapter presents the findings from the interpreted data including interviews with 

HCPs’ and their drawings and family members’ interviews, drawings and 

interpretation of video and poetic creations. Following data collection, advisory group 

members helped to create additional poetic representations and were involved in 

reflecting with me on the interpretations given, these are discussed in more detail in 

the Silence Dialogue Chapter Nine.  

8:1 Group Experiential Themes (GETs) by setting  
 

Within this study, 14 participants contributed to 12 interviews including two family 

interviews with Family Tessa (as detailed in participant demographics - Figure 11). 

The following section presents the themes or GETs interpreted from the interviews 

conducted with forced migrant family members and HCPs caring for children with 

palliative care needs. Within this section I have used participants’ direct quotes to 

preserve participant voice and aspire to further offer transparency of method (Corden 

& Sainsbury, 2006). However, certain identifying features to place or person have 

been removed to protect anonymity (Wiles, et al, 2008).   

 

Because some families needed an interpreter, some quotes show the interpreter 

speaking for the family member which alters the tense of the excerpt. Interpreters 

were used for the interviews with Hamza, Khadija and Adiva. Each interpreter was 

known to the participant through previous medical interactions within their normal 

care team and this helped with rapport. Prior to each interview, I discussed with the 
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interpreter the importance of interpreting the actual words of participant’s and their 

meanings as closely as possible, to work towards ‘conceptual equivalence’ 

(Williamson et al, 2011). Conceptual equivalence details the importance of not 

omitting anything the interpreter might not think of interest (Phillips, 2016). Each 

interpreter was also briefed on IPA methodology, in terms of the importance of 

phrases and use of metaphors, as such elements would be important to clarify and 

include in the interpretation. Within the interview with family participant Hamza, the 

phrase ‘put a torch on the refugee’ was used. The interpreter showed her 

understanding of our prior discussion as she explained this clearly and was able to 

help with the clarification of meaning for this phrase. A further element of cross 

checking was undertaken on Hamza’s and Khadija’s transcripts. I sent the recording 

of their interview to a second translator to verify the accuracy of the interpretation as 

recommended by Merry et al (2011) and Clark et al (2017). The translator made very 

minor grammatical amendments to the transcript but these did not alter meaning or 

researcher understanding of concepts discussed.  
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8:2 Explanations of settings 
 

In the following section I address the findings by setting. I identified three settings 

where families received care or HCPs delivered care to families. These included 

hospital, hospice and community settings. An additional setting was added - a 

combined across settings category, for those experiences which either were not 

setting specific examples or were thought to relate to all of the three settings. Figure 

12 shows all the settings together. Structural (S), Relational (R) and Individual (I) 

factors are also added to highlight the differing aspects of care, caring relationships 

and organisational factors, which link to how the barriers to care or optimising factors 

are experienced and often compounded for forced migrant families. 

 

In addition to the direct quotations of participants I have also used my own poetic 

reflections and the poetic interpretations of participant accounts by advisory group 

members. These poetic interpretations aim to show how my understanding of 

participant meaning making were developed and enhanced by poetic interpretation 

and enquiry. 
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Figure 12 - All the settings included in the study  
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8:3 Community setting findings   
 

The term ‘community setting’ refers herein to care offered within the home or primary 

care environment, predominately community nursing, GP services and special 

school care. The individual, relational and structural factors relating to community 

care have been detailed in Figure 13 and relate to examples given by the 

participants of their experiences in this setting. 

 

 

 

 

Figure 13 - The differing factors within this community setting 
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8:3:1 The need for additional carers  
 

When discussing community care, parents and HCPs’ described the need for 

additional care or carers in the home and how difficult it was to organise or fund such 

care, Khadija mother to two disabled daughters said: 

 

“She just needs someone like a carer. For example, if mum busy cleaning the house, 

cooking, someone to feed her Bibi someone to sit with her” (Khadija, Mother 16.98) 

 

 

Nursing care in the home was needed, not only because children with palliative 

conditions have multiple and complicated needs, but also, as all the families 

interviewed described, as a result of the additional strain of having no social or family 

support. The lack of support experienced by participants in this study, related to 

family participants’ forced migration status and the attached grief, isolation and 

despondency parents experienced as a result of separation from family:  

 

 “In Syria they used to live as a big family. His mum, dad and his brother lived 

together. So even though if mum is not free … can get care from Grandma, from 

Auntie from Uncle from himself. So, it was different than here, here there's no family 

you have to do everything yourself” (Hamza. Father 6.38). 

 

 “The British families, they have relatives, they have families, they may visit them and 

support them but we are, with us we don't have anybody that lives here” (Maaz. 

Father 14.41/2).  

 

“Sohail told me many times nobody visits us, we are alone in the hospital, me and 

you…he told me nobody come to visit us, we are alone here.  Other patients they 

have visitors, they have friends” (Kinza. Mother 14.41/42).  
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In addition to typical constraints on funding and access to resources, the 

Coronavirus pandemic added further pressures to community care with descriptions 

of the changes and limitations to the services offered during this time given by both 

parents and HCPs’: 

 

“When he was going to school obviously then you’ve got the physios there, you’ve 

got the nurses there, so there’s other people that can have a look at what’s going on 

…  And then they had community nurses, but since the start of Covid, community 

nurses have stepped back and a lot of them actually started doing different roles, so 

they’ve gone back into different work. So, they’re not around a lot” (Adiva. Mother 

9.77) 

 

When describing a lack of others to rely on, Khadija illustrated difficulties in asking 

for support. She was reluctant to ask for help which may have been linked to 

concerns that she would be judged by others, or be seen as unable to cope with 

caring for her own children:  

 

“She doesn’t like someone to feel sympathy/pity for her, she always wanted you 

know, shouting that she can do it. She's strong. She will be able to support her 

children and nobody, she won't show that to anybody” (Khadija. Mother 15.94) 

 

Such concerns likely added additional burdens and further feelings of isolation for 

the family. Khadija and Hamza had lived through war in Syria and the associated 

atrocities, when arriving in the UK to safety, they had been accused of harming their 

daughter Bibi following an accidental burn at home. Bibi their eldest daughter was 

playing on a beanbag on the floor at home and due to her severe physical disabilities 

and inability to communicate pain, her toe had been pressed against a hot radiator 

for some time without her parents realising. By the time they did see the burn it was 

their daughter’s bedtime, as it did not look too bad at this stage they gave her 

paracetamol and settled her for sleep. Only in the morning had the burn developed 
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into a nasty blister which they realised needed medical intervention. The GP and 

practice nurse were quick to attribute blame upon the family and started 

safeguarding procedures without an interpreter to allow her parents to fully explain 

themselves. Such experiences may have undermined the parents’ ability to trust 

others to support or help them. 

 

8:3:2 Lack of financial support  
 

Further to a lack of home carers, a lack of financial support was acknowledged by 

five HCPs’ as an area of concern:  

 

 “They struggled with money because when we are living here, we automatically think 

these people coming into the country because I've got access to NHS or schools, 

they're going to have access to everything and that's not true. So, this other mom 

that I was talking to, they only had £5 per person per day to live on, which was very, 

very hard” (Sobia. HCP Social Worker 31.87) 

 

All three families described being constrained in their ability to visit their children in 

hospital or fully participate in life outside the home due to a lack of finance: 

 

“When we came to the UK financially I was unemployed and I don't have any job so I 

don't have any car, we use buses” (Maaz. Father 3.8) 

 

“We are alone because not all the time my husband can come, he cannot come. He 

has no car” (Kinza. Mother 14.41) 
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8:3:3 Housing 
 

Housing issues were raised by two of the families, notably both of these families 

have physically disabled children. Housing issues could be split into two categories: 

1. inappropriate housing allocation and 2. the need for housing adaptations. 

Predominately, the need for housing adaptations were due to disability and 

inaccessibility, however adaptations were difficult to obtain and their omission was 

said to affect the quality of life for the child/children: 

 

“So, if a parent is sitting there saying that they they're struggling to wash and bathe 

their child, what oh my I goodness, why can't the council just do that? Yeah, why isn't 

that service there? And a lot of the time it's waiting lists, isn't it? It's funding but when 

you put yourself in that position, I think it's awful” (Clara. HCP Pastoral Worker 4.12)  

 

Adiva appeared angry and upset when talking about the housing issues the family 

faced, as it was clear her son needed adaptations to the home but no one was 

willing or able to complete them:  

 

 “They don’t help with the housing, they’ve been under the housing for 5 years and 

nothing ... we’ve applied haven’t got anything, this house we’ve rented, you know my 

husband got that one, otherwise we would’ve been on the streets. I’ve left my 

forefather’s country Afghanistan, you know, for a better life … so it’s not easy to 

come to another country so if you do you’d think other people would make your lives 

easy” (Adiva. Mother 21.163) 

 

 

Regarding inappropriate housing allocations, there were two clear examples. Firstly, 

Marian, an experienced manager and psychologist at the hospice, described a 

parent who was placed in a housing situation in which they had no choice but to 

leave one of their disabled children alone, potentially putting their safety at risk: 
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“Both (children) are wheelchair users and she used to live in the tower block on the 

eighth floor and ... those two wheelchairs just wouldn't fit in the lift so … the school 

bus used to come to collect their children, to go to school so she would take one child 

in a wheelchair and a lift and the other would be on their own in the wheelchair, up by 

the lift. So, then that became a safeguarding concern. Very, very rightly so, because 

you can't leave a child in the wheelchair on their own. But what was she supposed to 

do? So sometimes I think people are put in a situation where it's very difficult to make 

a right decision or to do the right thing” (Marian. HCP Psychology 18.62) 

 

When arriving in the UK it is common for asylum seekers to be housed by the 

Government’s Immigration department (UKVI) in an asylum hostel. Marian and Adiva 

described concerns for women’s safety in hostel accommodation. Adiva described a 

threatening atmosphere in a hostel full of men and Marian’s example included a 

mother with a new-born baby who had no access to heating in December. Both 

examples indicate the hostile environment of asylum hostels and the ensuing fear 

and withdrawal both women experienced: 

 

“Hostel that was horrible because she was the only female. I think with six different 

men ... all the men had their own mental health needs ... so she was the only female 

with this new-born baby with additional health needs and she was in that room. There 

was no heating ... I remember the family worker as she offered a lot of practical 

support; ringing people demanding basically they do something. Because you know 

this vulnerable woman with this little baby you know and that was in December and 

she had no heating” (Marian. HCP Psychology 14.49/50) 

 

“I was the only woman in the hostel, all the rest of them were Muslim men, students, 

obviously you know you can imagine she’s come from Afghani Muslims, so she said 

somebody said to me go and have food, when I saw all the men there, she said I saw 

them and just came back into my room” (Adiva. Mother 5.37) 
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8:3:4 Difficulties in accessing resource and services 
 

 

Inaccessibility issues in terms of limited resource and service provision were also 

discussed, in relation to a lack of understanding or awareness of overly complicated 

UK systems and individual rights and the subsequent helplessness, confusion, 

missed access to resource and disempowerment of families:  

 

 “They could be aware of the choices … at least they would be a little bit more in 

control and they would be able to make decisions and they are not entitled to a lot of 

things, but what they are entitled to, often they don't know, so they miss out” (Marian. 

HCP Psychology 20.68)  

 

 “They just don't know what's on offer … how systems work there, is very different 

here, so they might have an expectation of, oh, well, when we were there, x y z 

happened, here, it's like no, or you've got access to a service or you don't have 

access to a service” (Clara. HCP Pastoral worker 8.26) 

 

Flo, a hospice social worker who works in the hospice and community settings, 

detailed a similar finding discussing how many forced migrants miss out on services 

or financial help through a lack of knowledge of how to access them. She also raised 

the question of how much HCPs’ understand or are told regarding the systems and 

entitlements they are advising families about:  

 

“If you don't know as an immigrant, you automatically just lose out because nobody's 

gonna tell you and even us as you know, British citizens or living or born in the UK, 

we are not told half the stuff sometimes and we've got to do our own research” (Flo. 

HCP Social worker 5.19) 

 

 



165 

 

8:3:5 Reluctance to complain 
 

 

Family Tessa initially appeared reluctant to complain about the poor care they 

received, due to a perceived futility of this, as they discussed the improbability of 

anything changing. Their reticence about complaining might also relate to a lack of 

awareness of complaint systems or processes, or how complaints are handled and 

addressed by the NHS. They were also concerned that complaining would detract 

from time spent with their children: 

 

“Yes, we don't want to complain, we want to spend our time looking after our 

children, we don’t want to spend time to complain to others. And also, we think it 

does not make any change to complain. There is no any difference” (Maaz. Father 

20.63) 

 

Further dimensions to the reluctance to complain were added by Rida a Muslim 

Chaplain, who explained that in her experience forced migrant families did not want 

to complain for three main reasons.; a gratitude for care, respect for HCPs’ but also 

a fear of repercussions. Forced migrant families seem to be caught in a difficult 

conundrum in which they are thankful for the care they receive (and expected to be 

so), but also anxious about criticising their care, in case complaining may have 

effects on the treatment they or their family subsequently receive: 

 

“They're already so grateful for what they are receiving in terms of their care, they 

would not want to make a fuss over something that's been given to them” (Rida. HCP 

Muslim Chaplain 36.99) 

 

“They will not make a complaint because they the family, are so fearful that if they 

make a complaint, the staff are not going to look after the family properly, they're 

going to make life hard for them or ignore them or make them suffer and it’s an awful 
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thing to think is horrible, but when fear grabs you, your mind goes all over the place” 

(Rida. HCP Muslim Chaplain 38.102) 

Parents Hamza and Khadija described the regime in Syria and the fear that the 

family lived through. They offered a positive outlook on care in the UK and discussed 

how grateful they were for all the help they had received. The views they expressed 

appeared to me, to be at odds with some of the judgemental treatment they had 

received:  

 

 “You have to obey the regime and if you don't or you speak, you speak about you, 

know your ruler/leader, is above you, so if you do you won't be in life, you will be 

killed” (Hamza. Father 11.73)  

 

“He doesn't think he's gonna be a discrimination because all the people in this 

country are lovely, to all the refugees here” (Hamza. Father 10.60) 

 

Much of the discussion on this theme, on access to and understanding of services, 

highlighted the multifaceted problems forced migrant families face and how differing 

perceptions and previous experiences can impact upon care.  

 

8:3:6 A perceived lack of parental proactivity  
 

Forced migrant families’ low levels of health literacy was raised by some HCPs, but 

the differing levels of awareness and the implications of not understanding UK 

systems for parents was highlighted by Clara. Clara is a pastoral worker in a special 

school supporting children and families in many areas of health and social care. She 

discussed her perception of a lack of parental proactivity for care. Initially Clara 

appeared knowledgeable about the circumstances Family Khatri were living in and 

discussed the impact of Adiva’s limited language skills, lack of knowledge and low 
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levels of confidence combined with responsibility for a busy household. Yet Clara 

was also quite derogatory when she expressed doubts about Adiva’s abilities to use 

her initiative and have more involvement in the organisation and coordination of her 

son’s care:  

 

“It's about being proactive. Maybe giving them a call, but do you do you know that? 

Do you know it? And do you? Are you on it? (clicks fingers) Are you on it like that, or 

you're just trusting in you’ve had a letter, your child is on a waiting list and you just 

wait till you get another letter? And yeah, it is. frustrating, but it's all it's also quiet, 

like, it's sad, isn't it? I think in a way that some ladies and especially Adiva, I think she 

just thinks this is just my life, yeah and she doesn't, there is no more she doesn’t 

aspire for more” (Clara. HCP Pastoral worker 13.42/3) 

 

Clara problematised Family Khatri as she frequently described the need for Adiva 

and her husband to be more proactive and challenge the care offered, without 

consideration of the influence of their country of origin. Adiva’s Afghani background 

was likely to have influenced her perceptions greatly, particularly around her 

acquisition of knowledge and her understanding of relationships with those in 

positions of authority. Clara’s overly simplistic suggestion that the parents should 

prioritise following up on tasks or referrals to other agencies, may similarly relate to 

the stark differences between Adiva and Clara’s lifeworld’s. However Clara’s 

discussions about Adiva did not suggest an empowering relationship, but rather one 

which was overly critical and without appropriate cultural awareness:   

 

“Where my other parents would ... challenge more … she doesn't feel like she can 

challenge people… like if you've told me, well, it must be me it must be right and I 

won't, I won't question that, well, no, you must question everything” (Clara. HCP 

Pastoral Worker 12/13.39/40) 
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 “If mum and dad were confident to be able to challenge certain things and know 

what their rights were and weren’t and that they could have a more active engaging 

part in his life” (Clara. HCP Pastoral Worker 27.79) 

8:3:7 Difficulties in coordinating care 
 

Social workers Sobia and Flo similarly saw the differences in awareness and 

understanding for forced migrant families. However they suggested that many of the 

problems HCPs faced in coordinating community care, related to problems such as 

different IT systems and organisational locations resulting in communication 

difficulties. Further to this, they mentioned structural issues in the form of 

government policies or red tape which made seeking additional resource or financial 

aid almost impossible. They discussed a possible solution of a central agency, 

manual or person who could better coordinate a family’s care: 

 

“It's a bureaucracy and the red tape and maybe having one place where they were to 

call someone and then that person or that agency would be able to have a say in in 

the medical care ... so, parents didn't have different places” (Sobia. HCP Social 

Worker 29.82) 

 

“In this situation that they're actually given some information on who to access in 

their language, who to access, who to call where they can go to for support and 

advice. What facilities are there for them, what charities are there for them, almost 

like a manual, that when they come into country they given all the resources that is 

regularly updated as to this is who you need to speak to, that's who you need to call, 

this is who you are, if you need an interpreter, we have interpreters that are 

volunteers free of charge” (Flo. HCP Social Worker 22/3.66) 

 

8:3:8 Multidisciplinary team working 
 

Clara suggested that good multidisciplinary team (MDT) communication and better 

systems were the key to improving the coordination of community care for forced 



169 

 

migrants. Her descriptions of difficulties accessing patient notes, appointment times 

and the care other MDT members had advised in different settings, highlighted how 

complicated the linking of different professionals and agencies is for HCPs and 

parents to manage and understand: 

 

“I don't have access to log into xx, so would be able to say, oh, so and so went home 

this day and the community nurses went here and so and so had rapid response 

here or, but then that doesn't key up with say like OT’s doesn't link up to the hospital, 

because they're different systems. So, I could, for instance, I asked for Dr Smith to 

have an appointment, but that's there, but then she had a telephone conversation, 

consultation sorry, with the (different hospital) for his splints, well, that's been 

something different yeah, the physio had rang and she made an appointment to 

speak to Dr Smith” (Clara. HCP Pastoral Worker 7.22) 

 

Participants with roles in the hospital environment also acknowledged the 

importance of MDT working across agencies and settings. For Holly and Rebecca, 

their experiences of close MDT working were positive and highlighted good practice. 

They discussed that good MDT relationships created a supportive environment and 

one in which the team could tackle children’s multifaceted problems and learn from 

one another: 

 

“We very much buddied up with the adult community team … the GP and the 

community nursing team, the district nurses, would be really supportive in helping to 

manage the care of those children” (Holly. HCP Nurse 2.14) 

 

“It’s working together, because nobody can fix everything for one child … Very 

unlikely that it’s just one problem with any of these families. You know regardless of 

whether they’ve just come in with a cut finger, or whether they’ve just been hit by a 

bus, we are still reliant on different professionals, be that in the primary sector which 

is like your community nurses, your health visitors, your school nurses your GP, or 

whether you’re talking secondary care you know, with your hospitals, whoever that 

might be … you need them to link up, like your third party agencies which is like your 

third sector, your charities, or your local authorities, or your schools, or your.. looking 

at your education healthcare plans, or ... whatever it might be” (Rebecca. HCP Nurse 

26/7.145-7) 
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8:3:9 The need for additional time with forced migrant families 
 

The additional time needed to support forced migrant families was acknowledged by 

Clara, Sobia and Marian. Clara suggested that Adiva’s perceived inability to be 

proactive created extra workload for her, as she explained that western parents 

would often participate in the chasing of HCPs rather than her having to take this on. 

Sobia and Marian described the additional time needed to support forced migrant 

families, with the specific difficulties they faced accessing resources, or housing 

adaptations, alongside the additional time needed when working alongside 

interpreters: 

 

 “We have had families staying there for weeks, if not months, because they had 

nowhere to go, it takes time to support someone with immigration needs and legal 

aid is very difficult in my experience to obtain for immigration issues and the whole 

process can take forever. So, we have to work quite closely with (other agencies) but 

that doesn't always mean that it's a speedy process. It's rarely a speedy process” 

(Marian. HCP Psychology 9.30) 

 

“I mean, we apply for charities and there's certain places, lots of charities that 

actually won't actually give to asylum seekers so for them financially it's very, very 

difficult to actually get anywhere until they've actually got that stay and then other 

things can start falling into place” (Sobia. HCP Social Worker 31/2.88). 

 

 

In my Kenning1 poem (Appendix 31) I described the differing perspectives of nurse, 

refugee and the structural assailant. Whilst the nurse and refugee perspectives were 

                                                             
1 Kenning poems were often found in Anglo-Saxon and Norse traditions such as the classic poem 

Beowulf which is often used to study the evolution of English Language. Kennings use phrases of two 
words that replace a noun. Kennings are commonly used to describe something without naming it.  
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relatively straightforward to articulate, I wanted to add a perspective which had been 

shared with me but appeared difficult to convey – the structural assailant. The 

development of the structural assailant was intended to show the hostile government 

and bureaucratic influences on forced migrant health, which are far removed from 

care but often entangling to many of the care processes HCPs and families have to 

unpick and work within. The use of the word assailant was chosen to demonstrate 

the dark undertones of poor access to health and social care, which may at first be 

invisible or hidden but become overpowering when they are finally seen or ‘heard’. A 

Kenning poem seemed a good fit for describing what was ‘silenced’ but uncovered 

by this study. 

 

Adiva related the time HCPs spent with her son to a better understanding of him. 

She described a feeling that staff at her son’s special school were not able to pick up 

on his unique cues, signalling that he was unhappy or had an unmet need, a 

particular concern as her son could not communicate verbally. She suggested that 

HCPs inability to read her son’s cues may be due to a lack of time spent getting to 

know him, or that perhaps sending him home from school if in doubt, was the easier 

option for them: 

 

“This school whenever he goes he’s coming back as whinging, so it’s like I can tell 

that he’s not happy. And she says also when he whinges or cries they say he’s not 

well, so they’re not getting really to get to know him, so if you know him you’d know, 

because sometimes Mum will say oh she said there’s times where he’d be crying, or 

vomiting and she’d said to them after you know after he’s had his feed, he does vomit 

sometimes, but it’s not because he’s ill, but for them if a child vomits twice then 

they’re going to send the child home. But if he’s whining you know, you change 

sides, you sit him up a bit, maybe you change his position and (he will) be happy, but 

she said if you’re not going to do that then obviously the child’s going to whinge and 

cry” (Adiva. Mother 13.110). 
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Adiva, Sobia and Clara, were linked together by the care of Ghazi a 10-year-old boy 

who had a traumatic birth in Afghanistan and a subsequent hypoxic brain injury. 

They all outlined concerns surrounding the coordination of community care for 

Ghazi. Their accounts offer different perspectives on the complexities of systems 

and processes, as well as clear variations in understanding of expectations about 

roles and responsibilities. Clara discussed the complexities of coordinating different 

professionals in different settings and the need to be persistent and strong when 

requesting care or equipment, within metaphors of battling and fighting: 

 

“Everything seems to be a fight and everything seems to be a battle” (Clara. HCP 

Pastoral Worker 20.63) 

 

“It just becomes a norm doesn’t it? an acceptance, well this is just what we have to 

do and these are the battles we have to fight and you think they just take it with so 

much grace” (Clara. HCP Pastoral Worker 20.64) 

 

Whilst Clara appeared prepared to work hard and ‘fight’ through the difficulties in 

accessing care, she often discussed her care as going above and beyond in her role. 

Adiva’s expectations appeared to differ, as she suggested that HCPs’ should by 

virtue of their role, arrange all appointments or discuss disagreeable arrangements. 

Adiva voiced her frustration with social services and Clara, as whilst she 

acknowledged Clara’s offers of help, she described her as unreliable and 

inconsistent in her approach: 

“Mum feels let down by social services in England because you know they heard so 

many different things when they were in another country. But they’re coming and 

they’re thinking what? Is this it? You know, you know the absolutely gobsmacked by 

getting doors you know shut in their faces” (Sobia. HCP Social Worker 11.29) 
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 “She doesn’t feel Clara is as helpful … Clara will ask and go away with it, but doesn’t 

seem to come to end or conclusion” (Adiva. Mother 10.85) 

 

Interestingly, Clara appeared to see herself quite differently to how Adiva described 

her and stated that she often goes out of her way to be persistent and consistent in 

her relationships with families. These differences in perceptions may relate to the 

nature of the personal relationship and rapport between Clara and Adiva, or a 

differing view of expectations and roles/responsibilities. These differences, however, 

may be crucial in the understanding and negotiation of expectations in order to 

increase parent’s satisfaction with care. 

 

 

8:3:10 Judgements, labelling and safeguarding referrals 
 

 

Judgements and assumptions by HCPs about forced migrant families appeared 

common within the interviews conducted. Marian described an African mum who 

HCPs struggled to understand and because of judgements and assumptions was 

nearly inappropriately sectioned: 

 

“I would say another thing was that certain cultural practices that as a norm for the 

woman when they were interpreted by professionals, professionals interpreted them 

in a way that, um, well from the lack of understanding and she was then judged 

based on that as well” (Marian. HCP Psychology 14/5.50) 

 

Marian also described an incident of a nurse visiting a forced migrant family in their 

home and not being adequately prepared for the interaction. In this example the 

community nurse visited a family who did not understand English well, without an 
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interpreter. The nurse mentioned concerns for the child’s welfare and calling the 

police, the only word which was fully understood. The father responded very badly 

and aggressively due to his own traumatic experiences with corrupt authoritative 

figures in his country of origin – Cameroon.  

 

YPAG members when interpreting Marian’s account into poetic form were shocked 

by how little the HCPs listened to families. They recognised the lack of time, 

understanding or attention paid by HCPs and detailed the consequential judgements 

as ‘assumptions after assumptions after assumptions’. The YPAG group also 

expressed sadness that ‘no one head the (African mums) international call for help’ 

(from the poem Learning to and fro, Appendix 22). 

 

Flo described from her perspective the safeguarding incident in which Hamza and 

Khadija were accused of deliberate harm to their daughter by a nurse and GP, when 

their daughter was burnt in an accident at home:  

 

“They (GP and nurse) made this prejudgment instead of looking at the information 

and analysing it and investigating it, they claimed that this child was harmed by 

parents and this child needs to be safeguarded. So, it's like they were almost labelled 

and because they and some families are, because they are from a different country, 

there's an automatic stigma or labelling attached anyway and that's compounded 

with oh, had you know she had a burn on her foot, so they must have scolded her. 

They must have done this. They must have neglected her. There must've and it's 

nothing of the sort, like I'm ready to kind of advocate and intervene to say, well, 

actually no, this is the situation” (Flo. HCP Social Worker 2/1.60)  

 

The descriptions of the incident from parent and HCP viewpoints, illuminate the need 

for any HCP who care for forced migrants to take time to build relationships with 

families, to aid understanding of their individual needs such as communication. It is 
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clear from this example how quickly misinterpretations can occur when interactions 

are rushed, judgements are made and they are potentially allowed to dominate 

decision making: 

 “The GP has speak quickly English like speaking fast so he couldn't understand 

what you're saying and when he answered it he was worried himself so he couldn't 

know what he was saying. And then when he wanted to hospital and they tell him to 

wait outside and (they) do checks on Bibi I have to wait all day and then he phoned 

Flo and Flo has spoken to the staff in hospital, then they understand the situation, 

then after a while then they discharged all the family to go home” (Hamza. Father 

9.58) 

 

“He said that they don't know that Bibi is my life, is everything, is my life … I can't live 

without Bibi and I do everything for her for her safety and to look after her. And he 

said that after two weeks when he came home he still thinking about it and he had 

like a, you know, psychology was playing his mind that they will take her. So that fear 

but is not did not gonna take her, but that's is what he was thinking all the time for 

two weeks and it was not, you know, not Peace of Mind” (Hamza. Father 8.52). 

 

 

In this interaction and the previous examples, there were many misunderstandings 

that escalated quickly, with the labelling of families as aggressive, non-engaging, 

unsafe or generally problematic appearing impulsive and not based on any real 

knowledge of the family: 

 

“They haven't been spoken to through an interpreter, so no one really knew this 

story, or understood and also they were referred with a safeguarding concern where 

there as this sort of pending investigation, investigating them as potentially neglecting 

the children, which is sad because I think it was, if again, if those is that their 

relationship was built and interpreters where there to allow effective communication 

that wouldn't have happened” (Marian. HCP Psychology 16.55) 

 

 

As well as misunderstandings and potentially discriminatory behaviour, Marian 

suggested that these often-inappropriate rapid referrals of forced migrant families to 

safeguarding teams, might be an expression of HCPs feeling helpless and not 
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knowing how to respond in a situation where action is clearly needed. As such 

further training or awareness of such family’s needs appears imperative: 

 

“I wonder sometimes whether people are just number one trying to cover their own 

backs and number two they want to do something about something that they see, so 

it's kind of almost like an easy way out” (Marian. HCP Psychology 17.57). 
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8:4 Hospice setting 
 

The individual, relational and structural factors relating to hospice care have been 

detailed in Figure 14 and relate to examples given by the participants of their 

experiences of care in this setting. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Figure 14 - The differing factors within the hospice setting 
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8:4:1 Relationship building  
 

 

Within the hospice setting, participants who received or provided hospice care, 

outlined that relationship building was very important. Participants discussed that 

building relationships with families involved listening, empathy and taking time to 

understand what families were saying to meet their individual needs: 

 

“Time and space and being person centred and using all the sort of counselling skills 

to listen, listen effectively, being able to communicate empathy and then being able 

to sort of diagnose and support, you know, around palliative care, the nurses often 

say Marian it’s about keeping the patient comfortable and pain free and but often I 

can see, I observe colleagues at times, you know, communicating that with the family 

and negotiating certain things with the family is not always straightforward. Given 

various peoples beliefs, understanding and all that, so I think that it's quite a key to 

first understand the person where they're coming from and then and being able to 

have those conversations and sort of almost negotiate around those experiences” 

(Marian. HCP Psychology 22.72) 

 

Marian, Clara and Adiva compared the hospital to the hospice environment 

describing it, as busier and focused upon a short-term view to care. Marian 

suggested that shift focused work offered less consistency and less time for 

relationship building with families, which was the opposite of her experience working 

in the hospice. Adiva and Clara described a speedy flow of tasks and patients within 

the hospital wherein care appeared rushed and HCPs were eager to leave patients 

bedsides and move onto the next task: 

 

“No one listened. Really no one listened to her. Really no one gave that time and I 

understand in hospital sometimes you know that it's no time, people, shift change, 

you know. So, there is that change of people all the time, so it's difficult to build that 

rapport with someone. I understand that” (Marian. HCP Psychology 13.46) 
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“The nurses come on shifts obviously, they come and do their bit and go” (Adiva. 

Mother 7:55)  

 

“So, they'll see professionals that are very focused on this is what we need to get 

through and on a time constraint where you've got 45 minutes slot” (Clara. HCP 

Pastoral Worker 10.32). 

 

 

A further difference between hospice and hospital care was described by Marian and 

Sobia, as HCPs being able to take time to spend with families not pursuing active 

intervention. They described ‘taking time’ as being present with families, allowing 

interactions to take place at a pace to suit the individual family and to avoid 

overwhelming them. The shock of diagnosis or deterioration was described as 

devastating for families and so the additional time spent with them at such turbulent 

and sensitive moments, was seen as pivotal to relationship building: 

 

“She just sat there with her without really saying anything and she did that every day 

for few days and then and then that um started very slowly little steps but started sort 

of communicating with that worker” (Marian. HCP Psychology 13/4.47) 

 

“I'm at that stage now, about three or four conversations in, when she finally 

remembers now who I am, because at first there was so many professionals she 

didn’t even know who I was, why am I calling?” (Sobia. HCP Social Worker 21.57) 

 

 

8:4:2 Two-way Education 
 

An additional benefit of the extra time spent with families was described by Holly and 

Marian as two-way education and the ability to learn from the families for whom they 

cared. When YPAG advisory group members created the poem ‘Learning to and fro’ 

(Appendix 22), an early interpretation was drawn out of Marian’s explanations. YPAG 
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members created lines of the poem to reflect the importance of Marian’s reflections 

on ‘mutual learning’ from families. Learn or learning was included four times during 

the poem for emphasis. They discussed with me how important the aspects of 

collaboration and negotiation were within their own care experiences. This aspect of 

Marian’s discussion thus took centre stage in their poem with the ‘toing and froing’ 

elements of learning forming the title of the poem.  

 

Such aspects were reiterated by HCP Holly and so in the lines of her poem: ‘I am 

teaching, guiding, learning, still learning’ and the clarification of the source of much 

of her learning: ‘You learn so much from these beautiful families’ was detailed – from 

‘Sit Alongside, Sit Beside’ (Appendix 26). The aspect of working ‘alongside’ families 

which Holly described was added to show the levelling of power or authority between 

nurse and family and how the equalising and prioritising of family’s preferences 

appeared crucial to relationship building, understanding and trust. 

 

Both Marian and Holly appeared to discuss the theory of Cultural Humility in action. 

A Cultural Humility approach was particularly evident as Holly discussed the need for 

HCPs to be humble and tell families when they did not know or understand, with the 

building of rapport helping in the acceptance that families could educate HCPs’: 

 

“You learn so much from these families, you never stop learning, you’re always to 

hold that because you will always reflect on it and it will help the care that you go on 

to give to another family, another young person” (Holly. HCP Nurse 10.42) 

 

“We give to families, but we also learn from the families and we are open to that 

learning” (Marian. HCP Psychology 4.13) 
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Interestingly and perhaps unexpectedly families also displayed Cultural Humility in 

their actions and words, they showed great insight into the different lifeworld’s of 

HCPs’ and did not judge or assume universal similarity, even when they were treated 

unfairly: 

“I obviously understand there’s 5 fingers, not all of them are going to be the same, so 
you’re going to get some people that aren’t going to be very nice” (Adiva. Mother 
21.163) 

 
“In hospital unfortunately we meet many nurses … but I understand there er 
different attitudes, different culture, some of them very kind, others no 
aggressive” (Maaz. Father 2.7)  

 

 

Three parent participants shared a desire to educate HCPs and to particularly 

enhance their insight and empathy towards forced migrant families: 

 

“I think it would be a good thing to teach, to tell them stories and listen well, listen 

well from stories and you have to put yourself in their position of these patients or the 

family.  Nobody wants to be in this sick or to be oncology patient, no, but if this is, so 

everyone must have support and help them” (Maaz. Father 11.33) 

 

“You have to teach them because they haven’t seen it so you tell them, there’s 

people that come from different counties and their backgrounds are different, they 

might have gone through things that you don’t know about, so it’s about educating, 

about different things that are going on in the world” (Adiva. Mother 22/3.176) 
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8:4:3 Additional time in the hospice setting 
 

The additional time needed to care for forced migrant families also relates to 

language difficulties, structural and resource deficiencies. However, within the 

hospice setting, time was particularly valued to incrementally improve the lives of 

children and families in their care: 

 

“It took perseverance. It took a lot of time and effort and resources, but we were able 

to persevere” (Marian. HCP psychology 15/6.55) 

 

 “When she came to (the children’s hospice) she was literally like, you know, zzzzz 

(buzzing noise) talking to everybody, everybody thinking it's going to be a quick fix 

and I said … I'm going to help you to do what I can but it will take time because 

obviously with everything there is processes that you have to go through and you 

know it takes time or what have you, but we finally got there” (Sobia. HCP Social 

Worker 7.19) 

 

 

During the last five years of living and receiving care in the UK, Hamza had also 

developed an understanding of the cumulative nature of changes to improve the 

quality of his daughter’s life, with incremental changes such as the provision of 

financial support, equipment and housing adaptations: 

 

“I don't think it's going to be, any change will be the same because he's been five 

years in this country and his lifestyle has been changed slowly, slowly” (Hamza. 

Father 11.71). 

 

 

The consistency of relationships in the children’s hospice was mentioned by Hamza 

and Flo. Flo was described by Family Ahmed as being accessible and quick to help 

them in times of difficulty: 
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“She’s a very important person in the family life, because as general life routine, 

sometimes he don't understand the letter, don't understand message he get 

confused about something. He, the first person will be in his mind will be calling Flo 

and ask her and she would never say, she always be there for the family” (Hamza. 

Father 7/8.48) 

 

The consistency and accessibility given to this family was something Flo worked 

hard for, as she detailed how she provided such care, from regular visits, to offering 

clear explanations and following through on actions and tasks. Flo said this level of 

attention to detail and responsiveness to the family was important in showing her 

care and in gaining the family’s trust: 

 

“So, we've come from being in the position of like, what do you, what do you do Flo? 

How can you help us? I'm not sure if I trust you and then it's just been built from 

there, he'll tell me things I'm, they probably wouldn't tell an average professional ... I 

was seeing family every week because of the amount of work that I needed to do, if 

that wasn't going through paperwork, if that wasn't filling out the DLA form, it was 

something else and then I really got to know the family” (Flo. HCP Social Worker 

6.19) 

 

 

8:4:4 Crossing Professional Boundaries and burnout 
 

Flo’s overwhelming desire to protect the family was however also indicative of 

potentially crossing professional boundaries into an emotional relationship. Flo 

described her relationship with the family as unlike any other, which may be linked to 

the vast amount time spent with them. However, it could also have the potential 

inadvertent impact of burnout or compassion fatigue and an inability to remain 

objective:  

“There's been times where I've, you know, spoken to Dad out of hours, but I just feel 

for me, this is one, this family is one of the families where you know I don't mind, you 

know, calling them after the time that I'm working 'cause it's not about, you know. I 
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work 9 to 5 and that's it, but it is and it isn't because with this family they need that 

support, then they need to know that there, they're supported … it can be 

exhausting” (Flo. HCP Social Worker 7/8.22/3) 

 

The depth of emotion Flo expressed for Family Ahmed, can also been seen in her 

drawing (Figure 15) and the way she portrayed the family, as she explained her 

drawing to me: 

“OK so one side of the heart is mum, one side, the heart is Dad, I've been having 

three hearts at the bottom. This family is very, very loving family, they are just the 

literally one unit and there's roots at the bottom, that kind of moulds and glues them 

together and it's all about Mum and Dad is all about the best interest of the children” 

(Flo. HCP Social Worker 12.36) 

 

 

Figure 15 - Flo’s drawing to illustrate the family 

 

 

Whilst some of the elements of overprotection and all-consuming concern for Family 

Ahmed may be perceived in different ways; overstepping her role, or taking on too 

much sole responsibility, the compassion Flo demonstrated to the family, highlighted 

her motivation to provide the highest level of care, with elements of burnout being an 

unintentional consequence. The portrayal of these elements in the poem written 
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about her, ‘Exhausted but fighting on’ (Appendix 23), aimed to highlight the often-

hidden impact of care on HCPs, with lines that show the ‘exhaustion’ and constant 

‘fight’ to ‘prevent them struggling’, alongside her overwhelming desire to ‘protect’ and 

advocate for the family. 

 

The strength of feeling Flo described may also link to a distrust or concern over the 

ways that some HCPs had treated the family poorly in past interactions:  

 

This family, almost you know you wanna wrap them up in cotton wool and you wanna 

support and encourage and nurture and all those things because and empower them 

because you want them to have the best life experience in the UK as possible” (Flo, 

HCP Social Worker 21:62). 

 

 

Sobia also shared the notion of ‘over-attachment’ to families and explained part of 

her own burnout experience related to the way that hospice worker’s journey 

alongside families over months and sometimes even years: 

 

“We're carrying those cases with us. We're actually on a journey with them yeah, so 

for us it's a lot harder to separate the two, you know, even we're on annual leave or 

when we're not working” (Sobia. HCP Social Worker 24.65) 

 

 “We get so attached to them as, yeah, you know 'cause you almost feel like you 

know you're actually living their life with them really” (Sobia. HCP Social Worker 

24.67). 

 

 

The close work with families, the difficulties in switching off and nature of the role, 

appeared to link closely to increasing exhaustion and burnout for some HCPs. For 

Flo, Rebecca and Marian, an increasing dependency upon their care and role within 
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the organisation was apparent. All described feeling responsible for families, with 

Sobia using a metaphor of ‘carrying her families’ through their difficulties and 

Rebecca using an analogy of her being a ‘one-man band’. Flo’s desire to protect 

Hamza and Khadija resulted in hypervigilance where she felt on call all the time, 

while Marian appeared fearful of the potential consequences for families, if they did 

not have her personal support: 

 

“It's very rewarding, but it's very hard work at the same time … they've been through 

so much and they will just want answers, then it's almost like you know you're trying 

to carry them through all that to say you know, just wait until we gotta go through 

this and you're carrying them and I think at the same time, I think sometimes your, 

our own resilience, sometimes goes as well with it” (Sobia. HCP Social Worker 8.21)  

 

“However, I do feel like I'm on alert, it’s as if I'm 999, so when they do call me about 

right OK, what's going on? (Flo. HCP Social Worker 21.62) 

 

“We sometimes we're the only people who have had the time to listen” (Marian. 

HCP Psychology 7/8.27) 

 

“That was quite difficult, but in the end, I am convinced that if it wasn't for our 

support, I'm not sure what that experience of that end of life would have been for 

her” (Marian. HCP Psychology 10.35) 

 

Holly an experienced and senior palliative care nurse in the hospital setting spoke 

about burnout in the third person, giving examples of other nurses and the reasons 

that they had become burnt out, exhausted and fatigued. These included the 

longitudinal and traumatic nature of palliative care work and a lack of ability or desire 

to empathise with more ‘difficult’ families: 

 

“They’re tired, they just want to do their job, they’re very task orientated and ... a 

white British family who are good fun and laugh with the nurses and easy to get 

along with, they’re easy to nurse aren’t they, whereas a family who you don’t really 
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understand, possibly because you haven’t allowed yourself to understand, the 

easiest thing rather than to try and learn, is to just distance” (Holly HCP Nurse 

27.116) 

 

“I think there’s a weariness often, people don’t want to understand, or they’re too 

frightened to ask so they’ll be brazen and they’ll hide behind it by being ... a little bit 

callous maybe” (Holly. HCP Nurse 28.120) 

 

 

8:4:5 Rest and Respite  
 

Within the hospice setting, a large amount of HCP’s work surrounds the provision of 

respite and rest for families from their usual caring role. Two of the families received 

care at critical periods in their lives, as the families welcomed new babies. These 

respite stays allowed for parents to rest and recover from the birth and spend time 

with the new baby without having to care for their disabled child:  

 

“Its (respite stay) very helpful for mum, she can rest a little bit with the new baby and 

sometimes when they have appointment the hospice will take them and look after 

them” (Hamza. Father 7.42) 

 

“When I was pregnant I was having the baby, the local hospice kept him when I was 

having him. She goes that was somebody who actually helped me at the time when I 

needed, because I had nobody else I could... So, she goes obviously I’ve got no 

family and that’s the only people I could count on that were going to be there” (Adiva. 

Mother 12.100) 

 

Whilst the provision of respite care is a traditional way for hospices to support 

children and families, they do also offer bespoke family centred care around the 

individual needs of the family, which requires flexibility and ‘bending’ of the rules 

occasionally. Marian, in her managerial role, oversaw many of these occasions, such 

as accommodating 70 members of a travelling community whilst a child died at the 
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hospice. She also helped create new methods of communicating with and 

documenting for, them due to their low levels of literacy. Marian further mentioned 

pragmatic elements of bespoke care such as learning how to cook African foods to 

tempt a young, traumatised mum into eating again, or ensuring the right products 

were available and understood, to use on African Caribbean hair. 

 

8:4:6 Difficulties with access and acceptability of hospice care 
 

 

Whilst hospice care was valued as overwhelmingly beneficial to families by HCPs, 

they also described some difficulties with access and acceptability. Adiva and Sobia 

described the struggle for parents to hand over care of their children to the hospice 

and how a lack of attention to detail led to parents’ worries about the quality of the 

care given: 

 

“His mouth was smelling, they weren’t doing his hair and he wasn’t sleeping ... 

because they weren’t putting him in a certain position” (Adiva. Mother 12.104) 

 

“She says no, I felt that you know his face wasn't clean and maybe the nurses didn't 

look after him properly” (Sobia. HCP Social Worker 26.73) 

 

 

Adiva, Sobia and Clara also discussed the responsibility, love and physical 

attachment that parents felt for their children and that this compounded the 

difficulties in accepting care from anyone else: 

 

“(She said) I can't feel where my body ends and hers starts. I feel that her body is a 

part of mine so she needs to be say clean and everything …  but mom used to say, 
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you know, I feel her body is a part of my limb and there's no differentiation from 

where hers stops and mine starts” (Sobia.28.79) 

“She couldn't kind of let go, but so on one hand you want she wants support, she 

wants help, but then she doesn't want, she wants the break, but she doesn't want to 

let go of him” (Clara. HCP Pastoral Worker 15.48). 

 

Whilst the love and attachment parents expressed may be considered universal for 

all parents of children with palliative care needs, for forced migrant families this may 

be intensified because they have already lost their families and home. When losing 

so much already it is hardly surprising that their children may become a focus and 

result in them clinging a little harder due to the loss and grief they have already 

encountered. 

 

Further barriers to hospice care were discussed by three participants. Maaz was 

unable to access hospice care at the time that his son was given a terminal 

diagnosis and the family was most in need of support. For some families, a negative 

perception of hospice care as somewhere that children go to die, was discussed:  

 

“She had this ideology of hospices come from this they do that and my daughter's not 

going to die, that's final. Whereas this family, I think because of and this is not to say 

and, it's not in a derogatory way at all, but because of the lack of knowledge about 

hospices, it was this is just another service that could potentially help us, was their 

view ... because we won't, any family that we have, whether the you know UK born, 

abroad we never unless the child is seen as an end of life child, we don’t mention 

that side of things. We talk about the here and now” (Flo HCP Social Worker 15.45/6) 

 

Marian was aware of differing opinions surrounding hospice care and that those 

living in the UK may also view hospice care negatively. Flo related such negative 

views to the potential impact upon family members’ acceptance of hospice care or 

help from hospice teams. For forced migrant families all three of which in this study 

had a strong religious faith, receiving care from a hospice which is linked so closely 
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to death or dying, may be perceived as giving up on their child or the family lacking 

in faith or hope for a cure. 

 

8:5 Hospital setting findings 
  

The individual, relational and structural factors relating to hospital-based care have 

been detailed in Figure 16 and relate to examples given by the participants of their 

experiences in this setting. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Figure 16 - The differing factors within the hospital setting 
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8:5:1 Time spent with families in hospital 
 

The amount and quality of time that HCPs spent with families in the hospital setting 

was described by all the participants who experienced hospital care. Time in hospital 

was experienced differently to the hospice and community settings, with much of the 

discussions dominated by a focus on protocols and task achievement. Holly 

described hospital work in the context of her oncology experience, as protocol led 

and prescriptive, with staff struggling to give or understand individualised care due to 

a focus on documentation and task fulfilment: 

 

“[Describing oncology clinic role] very protocol led, very procedure led, felt wrong for 

me, I felt like I’d had my wings clipped … we weren’t caring for the unique needs of 

families … it was very task orientated” (Holly. HCP Nurse 4.21) 

 

“It’s very much about right you need to do this today, this this and this and report 

back to me” (Holly. HCP Nurse 33.150). 

 

 

Holly viewed ward nursing from her own experiences, but also as an observer, with 

her current role falling outside of ward routines and being much more autonomous. 

The specialist palliative care team in which she now works was described very 

positively by Family Tessa who had much contact with Holly. She was described as 

a constant presence who was at hand to help and support the family, but who also 

showed her caring concern and made the family feel understood and listened to: 

 

“(Holly) gives you an impression that she understands you and feeling you and wants 

to help and support and trying to find any way to support and help ... Many times H.. 

visited my wife in the ward and said ‘do you want anything?’ ‘do you need anything?’ 

I am just coming to say hello” (Maaz Father 8.26) 
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“I remember once I was with my brother we were going, oh yes and she came in and 

then she stopped to talk to us and we were having a laugh and talking” (Pasban. 

Sibling 16 years 16.52). 

 

Conversely, ward nurses were described by parents as busy and rushed, with Family 

Tessa describing an incident of a nurse appearing to forget their son between shifts: 

 

“So sometimes if there is a nurse looking after my son and she is kind, "oh Sohail", 

"hi Sohail”, you are good boy, you are brave boy" always, so next time it would 

change to another one, mmm, so he may meet her in the corridor or anywhere he 

wants to tell her ‘hello’ because he has a good memory, but she is with him as she 

cannot understand him or, don’t want to say at least hello? Oh, so he’s why they? 

Also, the nurse can't explain like this when nurses are looking after you and they 

change next time and pretend that they, she, doesn't know who, or they don't say 

"hello" (Maaz. Father 14.43) 

 

It was difficult to fully interpret this interaction (or lack of it), as the family did not 

understand why the nurse might have failed to recognise or speak to their son, when 

they were not caring for him that day. However, this incident clearly hurt them and 

left them feeling rejected, confused and worried that his care needs might be 

ignored. Adiva also described the adverse effect of the busyness of the nurses on 

her relationships with them and ability to trust them with caring for her son: 

 

“She said he’s had his teeth removed, he’s had his gastrostomy and I’ll still stay I’ve 

never come home, even though the nurses are there and they’ll look after him, but I 

can’t ... she said the first time when they went to hospital for the 2 months when they 

finally went to the hospital and that, she said in the next room there was another child 

that was disabled and you know his machines would be beeping, he’d be crying, or 

the milk would be finished and she said the nurses wouldn’t come in and I think that 

kind of set a precedent for her that you know what I’m never going to leave my child 

on his own, if anything was to go wrong then the nurses wouldn’t be there on time. 

She goes my heart’s not that big so I could leave him on his own” (Adiva. Mother 

15.118) 
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Holly outlined similar concerns and highlighted the importance of spending time with 

families, rather than rushing between tasks: 

 

 “You’re really conscious that there’s families that are struggling because they’re not 

having that time to share what it is that’s important and you’ve got to have 

conversations and you don’t want to do it quickly or hurriedly or rushed you need to 

just go and sit with them and have conversations with them and get to know them” 

(Holly. HCP Nurse 32.144) 

 

Holly also discussed the difficulty she saw ward staff face in spending time with 

families, not only in terms of the lack of time during a busy shift, but also emotionally. 

She discussed the emotional toll of caring for children with palliative care needs and 

their families and the difficulties of sitting with another’s suffering. Holly mentioned 

that perhaps this difficulty and the comparison to completing a simple task, such as 

giving a medication, could also be related to HCPs’ inability or lack of desire to 

engage fully with families. For forced migrant families who are isolated and without 

social support, this may be particularly challenging. However, elements of 

communication difficulty, ‘othering’ and a lack of awareness of family circumstance 

may also play a part in HCP to family interactions and HCPs’ willingness to take 

additional time to understand or meet need: 

 

“It’s far harder to sit and spend quiet time with a family, than it is to go in with a task 

and quickly whizz in and whizz out, whether it’s to assess clinically or go in and 

deliver some drugs or take a temperature” (Holly. HCP Nurse 32/3.146) 
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8:5:2 Lack of caring concern and family centred care 
 

 

A lack of caring concern and a poor approach to family centred care during her son’s 

hospital admission was described by Adiva. She spent all day by his side without 

food or drink. She described assumptions by the nursing staff that her circumstances 

were similar to western families and that she would use the parents’ facilities or 

canteen, or have her husband bring in food. However, all of these options were 

problematic, as she lacked money, confidence in her surroundings and her 

husband’s concern, which related to differing gender roles in the family: 

 

“She was there on my own with him, for 2 months I didn’t eat or drink, I said what 

about your husband she said he’d come home obviously. She said I’d sit there and 

hurt myself, physically hurt myself because I was crying just hurt myself. I said surely 

there would’ve been a nurse to offer a cup of tea or toast and she said no there was 

nothing. And she said obviously my husband didn’t think let’s go home and get her 

some food” (Adiva. Mother 6.45) 

 

“Obviously it’s the first time I was here, I didn’t even know the entrance or the exit of 

the hospital, where one way goes or the other way goes” (Adiva. Mother 8.67). 

 

 

When asked if nurses did check on her she said: “they weren’t interested, so they 

wouldn’t” (Adiva.7.53). The parent champion who wrote about Family Khatri’s 

experiences in his poem ‘I am here, I am lost’ (Appendix 29) articulated the emotions 

Advia described of being present but unseen by the HCPs, who failed to see her 

needs or understand her isolation. He beautifully but painfully described her: 

‘Drowning in an unknown language, 
Disappearing, invisible, ignored. 
The only one who talks to me is my child 
And he has no voice’ 
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He further related the lack of time and consideration given to Advia, to the HCPs 

inability to stop and see her desperation. The words of this poem are stirring and 

difficult to ignore, with the pain of rejection and misunderstanding Advia described 

clearly pronounced. 

 

8:5:3 Environmental aspects  
 

Correspondingly, environmental aspects sparked a lack of concern over parental 

comfort in descriptions by Advia and Kinza, as they discussed the lack of provision 

for them in the hospital, particularly in relation to a bed to sleep in. They also detailed 

HCPs’ overriding focus upon their child without sufficient/any care or concern for his 

mother. Which was particularly concerning for them as they both endured many 

weeks by their child’s bedside: 

 

“All the time I sit in the chair not sleep, pain, yes I have got my son in intensive care 

and I have to look at him” (Kinza. Mother 20.63) 

 

“Obviously I’m on the sofa and you’re not going to get proper rest on a sofa are you?” 

(Adiva. Mother15.120) 

 

“They had not changed any bed, so just one they would change and she was staying 

beside Sohail on the chair, they told me this is the side for Sohail yeah was ok, I don’t 

tell them no I don’t like this, just this for Sohail you know” (Kinza. Mother 10.31) 
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8:5:4 Going the Extra Mile 
 

The experiences recalled by parents may be influenced by differences in care 

between the UK and countries of origin and differing expectations of caring roles, 

which may not have been discussed with parents upon admission to hospital. 

Parents’ observations of the ward routine and nursing care were astute so when 

nurses did take the time to go the extra mile they recognised and valued the extra 

effort:  

 “A nurse called Jim yes he was busy in his job and work but found free time to play 

with Sohail (Maaz - Father) yes he was patient in the hospital yes, very kind. Really, 

yes very kind, very kind (Kinza. Mother 17.52). 

 

 

Whilst nurses giving FCC and being seen to go the extra mile would understandably 

be valued by all, for forced migrant families this extra care was especially important. 

The significance of going the extra mile is illuminated for forced migrant families 

when compared to the contrary experiences of hostility, discrimination and trauma, 

some of which are described by parents within the theme of alienation and 

discrimination. 

 

 

8:5:5 Alienation and Discrimination  
 

 

Parents Adiva, Hamza and Khadija, described their migration journey and 

subsequent experiences with the Home Office, when discussing the processing of 

their asylum claims as in-personal, frightening, lengthy and confusing: 
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“They sent me to the Home Office … I went there and he treated me like a homeless 

person, he went go and sit over there, you know like a beggar…they came and took 

me in and questioned me and all sorts you know, have you come here as a terrorist, 

why have you come here, asking loads of dirty questions as in their implying maybe 

the sex trade or something like that, who planned it, who sent you here.. so, asked 

me loads of questions. She said then they fingerprinted me and took pictures and 

everything and the night time they sent me somewhere. She goes I got really scared 

then because I thought they were going to sell me (my body) to somebody” (Adiva. 

Mother 3/4.31) 

 

“A very hard time with the Home Office and every time he seems to try to react on his 

case, it used to tell him or we have to move, you have to do give you another 

interview, another interview” (Hamza. Father 4. 21)  

 

Hamza compared his treatment in the UK to experiences in Turkey and Germany, 

where he felt discriminated against and that help wasn’t given to him, as refugees 

were viewed negatively. Similarly Hamza’s wife Khadija, compared healthcare 

treatment received in the UK, to that in Syria which was extremely limited because of 

the conflict. Comparisons of this nature which highlight extreme experiences of 

trauma or poor treatment, may cloud perspectives and make it difficult to give an 

accurate assessment of discrimination experienced in the UK:  

 

“He felt the difference, the discrimination, it probably in Turkey whereas that they see 

you as a refugee, I'm Turkish man, this is my country but maybe he feeled that in 

Germany as well, maybe in his own country, yes, but not in this country at all. He 

said two country there will be very different, not nice to refugee people is Hungary 

and Germany. Even though he was not asking for money, he was lost in the country 

and just asking for directions someone to buy him a ticket to give him the money and 

buy him ticket nobody will give him any support, nobody, but here in in Britain is 

differently is very, he feel safe and he feel peace of mind, this country than his own 

country” (Hamza. Father 10.64/5) 

 

“After the war everything was really hard, really challenging if you are lucky to be 

seen by the over in the hospital. You are lucky. If not, you would die” (Khadija. 

Mother 17.104) 
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Whilst Hamza appeared positive about his and his family’s treatment in the UK, he 

was also quick to offer advice and guidance to nurses about treating refugees fairly 

and without prejudice. This was contrary to his initial optimism and thus made me 

question his assertions that the care received had always been non-discriminatory: 

 

“As a nurse didn't you know that to not freak like put a like put a torch on the refugee. 

He wishes future nurses to be reminded to deal with refugees with no prejudice and 

make sure not to be patronising or controlling” (Hamza. Father 10/1.67). 

 

When considering Family Ahmed’s experiences, a parent champion advisory group 

member wrote in-depth about the family’s traumatic and often horrifying migration 

experience compared to their experiences of care and welcome in the UK, in his 

poem – ‘We arrived – A refuge for the refugee’ (Appendix 27). He articulated the 

dichotomy and paradoxical aspects the family experienced and how difficult the 

adjustment and acculturation must have been: 

 

 ‘We arrived, torn by distance and conflict 
Separated by memories and time 
Isolation and detachment, were quietly soothed 
By the words of others, with warmth in their hearts’ 
 
 

The parent champion advisory group member indicated that the extremity of 

migration trauma may have made the care the family received more meaningful to 

them, (but not necessary of higher quality), which was illuminating and could have 

otherwise been overlooked. 
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Family Tessa described their experiences of discrimination and alienation within the 

UK health care system, in the form of misunderstandings about Kinza’s hijab and the 

family’s religious needs: 

 

“One day they maybe meet her in corridor, my wife was wearing Hijab, she oh like 

scared from ... like this (hides behind hands), silly behaviour” (Maaz. Father 3/4.10) 

 

“Sometimes she said while she was fasting so she has to sit without food from the 

morning until sunset and sunset in the summer was about 9.30 and about 8 o'clock 

they turned off lights and all the people they try to sleep so it is difficult for Muslims to 

eat and everything is switch off electric in the ward, turn off appliances (so can’t be 

switched back on by individual parents). Yes and her clothes as well, as a Muslim. 

She has a bad memory sometimes of her first days in the UK of how they dealt with 

her, she was fasting and she wanted to pray, can't speak English or understand them 

or express” (Maaz. Father 13.39) 

 

Holly also highlighted similar dismissive practices within the hospital environment: 

 

“They don’t recognise ... nurses will go in and out regardless, they won’t recognise 

that prayer time is really important and I see prayer mats being taken into the toilet, 

into the cubicle toilet ... I just think that’s ... that shouldn’t happen” (Holly. HCP Nurse 

27.114/6) 

 

Rida, who has worked as a Muslim Chaplain for over 20 years, described how 

alienated she felt in trying to pray during her own hospital admission. She detailed 

how uncomfortable she felt and how she feared the negative opinions of those 

around her. Rida used this explanation to highlight how even with her western 

upbringing, education and awareness of UK healthcare, she quickly felt vulnerable 

and unsure of herself when she became a patient: 

 

“I thought to myself, they're not going to understand me, they're gonna think I'm weird 

or strange and even if they open the curtain a bit and they say, oh, we just want to 

whatever and then I'm not allowed to break my prayer and answer them, they're 

going to think I am so rude and they're not going to understand this that I used to, 
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you know, I didn't have the confidence to ask, I would have done that it would give 

me a peace for 10 minutes, just as if I could have just said can I close the curtain for 

10 minutes and just do my prayers please but didn't have so if that's me, yeah then 

what about a lot of people or already a little bit shy or not confident with their 

language” (Rida. HCP Muslim Chaplain 40/1.108) 

 

Rebecca a senior nurse working to discharge children with complex care needs 

home from hospital, raised a different issue as she outlined her thoughts regarding 

patients born outside the UK and their entitlement to free care. She also discussed 

the perceived ethics behind parental decisions to bring unwell children to the UK for 

care, which she often disagreed with. At times during her interview, she muddled 

forced migration with health tourism which was distracting. Brexit also appeared to 

be important to her and had clearly increased the complexity of her role: 

 

“Where it becomes complicated is when there’s questions about how families have 

come into the country, whether they’ve got fraudulent document which does happen, 

whether they’ve depending which country they’ve come from as well as to whether 

they’re.. I mean obviously with Brexit that has added lots of different questions in 

recent months…. So you know we had a high proportion of those families, where 

actually when you start to piece their journey together, it has lots of question marks. 

And because of that, the entitlement to healthcare is then questioned” (Rebecca. 

HCP Nurse 14.91) 

 

Whilst Rebecca, at times, appeared empathetic to families, she also used some 

derogatory discriminatory language to describe family’s actions such as: “strange”, 

“bizarre” and “suspicious”. Rebecca also flippantly described other members of the 

MDT expressing concerns that her team were heartless, by prioritising legality and 

the investigation of entitlement issues: 

 

[Discussing a family that were moved from a Birmingham hospital to one closer to 

their home in Coventry] “You kind of move one load of baggage from one place to 

another” (Rebecca. HCP Nurse 28.152) 
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 “Actually if part of that child’s assessment is to ask that question of every child, 

whether you’re you know whether you’re born and bred Brummy and you’ve lived in 

Birmingham all your life, or whether you have just appeared in Birmingham runway” 

(Rebecca. HCP Nurse 32.165) 

 

“The barriers that are in place are in place for a reason and I think some of it’s like 

self-preservation. Because I think if you don’t have those barriers and limitations, 

there’ll never be a.. never be an end point [to the care or resources allocated]” 

(Rebecca. HCP Nurse 33.169) 

 

Contrary to her discussions regarding entitlement to care Rebecca did seem 

insightful into the impact of her own limited life experiences. Perhaps most influential 

was her own perceptive comment about her personal privilege and limited 

understanding of forced migration:  

 

“I suppose I’ve never lived.. I’ve lived a very fortunate life I suppose in the sense of.. 

if I need access to services I get access to services , if I.. you know I’ve been to 

university, I’m married I’ve got a house.. I suppose in that sense I’m kind of quite 

stereotypical, I.. so for somebody then to come to me and say they’ve experienced I 

don’t know.. something horrific, you know.. like persecution or whatever it might be, I 

haven’t got the skills or the knowledge to understand them, I can empathise because 

I’m a human being and I could never imagine.. and that is honestly true I could never 

imagine what that must feel like” (Rebecca. HCP Nurse 36.188) 

 

 

Rebecca discussed a theoretical view that any judgements a HCP may have, should 

not be imposed upon families. However, it was clear from her discussions and 

actions that her own values and beliefs did influence her care. Despite the self-

awareness she detailed, this appeared to be empty rhetoric as she had not acted 

upon this and did not detail any intentions to improve her own education, which 

might have been expected, particularly of someone so senior.  
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Family Tessa described inconsistencies and inflexibility in the nursing care provided, 

which hinted towards favouritism of some families, yet alienation or discrimination 

towards their own family: 

 

“In hospital unfortunately we meet many nurses, I don't know how can I say that, but I 

understand there different attitudes, different culture, some of them very kind, others 

no aggressive, I can give you an example, Sohail was between 12 and 13 when he 

enter, was undergoing chemotherapy in Ward, you know in the ward there is many 

children between months to 12. And there is a ward just for TCT for teenagers.  Many 

times Sohail asked nurses please let me go to other ward because I am young boy 

who, I have to stay in the bed close to babies crying every time like this, so the 

nurses they say no you are still below 13 so he proved them that he is in 13, he said 

oh just there is 10 days left and at the same time he surprised when he entered to 

the TCT, during a day, he found a boy in 5 or 6 years so you can imagine, how can I 

answer or reply to my son when he asked me Dad why this 5 or 6 years, staying in 

TCT, to me just 10 days left to 13, has not allowed me to go, there is no answer and 

no comment, why are they go” (Maaz. Father 2/3.7) 

 

Maaz a father to three boys, also described an incident of the family having to use 

hospital transport following a month-long admission to hospital. Whilst the nurse had 

explained only Sohail and his mother could travel in the hospital taxi, the weather 

was particularly cold and Maaz had many buses to catch to get his other children 

home. He asked if Peroz (Sohail’s youngest sibling who was only six at the time) 

could ride in the hospital taxi with Sohail and Kinza and was met with hostility and a 

firm commitment to strictly adhering to rules. Maaz commented that whilst the family 

respected and understood the need for hospital rules, it was clear from their 

observations that these were frequently bent or changed for other families or when 

nurses felt inclined to do so: 

 

 “The rules change, change as they want because we living with them for a long time 

so you can watch and see what they give others. Sohail sometimes he was saying 

why they are dealing with us like this? Just because we are not British or we are 

Muslim so we, at this time we try Sohail you know it is because nurse not good or like 



203 

 

this, there's other no this one is very kind, very good, so there's characters of people 

and their background and their culture and how they give out” (Maaz. Father 10.32) 

 

In addition, the family also discussed how the actions of people who cared for Sohail 

changed when the staff realised their son’s care was now palliative. The family 

sensed an increase in compassion during the last month of Sohail’s life prompted by 

his impending death: 

 

“The last month before he passed away the nurses were very kind, with us and with 

Sohail but before not so, (did you feel a change then when his condition got worse?) 

Yes” (Maaz. Father 8.24). 

 

 

Furthermore, three of the HCPs described their and/or their family’s experiences of 

discrimination, alienation and migration in their interviews - these appeared to 

prompt them to want to provide better care: 

 

“That’s giving you a kind of example of the trauma in my life… I grew to becoming, 

unaware and urm, shy, embarrassed to ask about things that everybody else seemed 

to know about, for fear of looking like I didn’t know or being different from everybody 

else” (Rida. HCP Muslim Chaplain 10.33) 

 

“Somebody said, oh, you're very into immigration, you know, a lot about immigration. 

And that's the one I would open up. I said, you know what? This is all about, eight 

years of being, you know, taking my husband through the immigration system and 

you know what I went through, so absolutely, when you know people are struggling 

or you know people don't know where to turn to or feel like you know I'm kind of the 

ambassador for them because I've been there myself and I really, really do not want 

other people to go through that… feel so helpless” (Sobia. HCP Social Worker 6.18) 
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8:5:6 Divergence of beliefs  
 

The lack of understanding of family beliefs including truth-telling, hope and pain 

relief, are linked to the theme of differing beliefs between HCPs and parents. 

Specifically, for Family Tessa, there were incidences in which the HCPs and family 

differed in their approaches to telling Sohail about his palliative diagnosis and 

preparing him for death. The HCPs appeared to focus upon truth telling and 

transparency and were keen to swiftly and directly inform him of the situation. They 

appeared to lack understanding of the family’s desire to preserve Sohail’s faith and 

hope:  

“In the last month of his life when he was in the hospital and the doctor came, Dr 

Jones and he said sorry Sohail you are dying.  You can't imagine this statement to 

anyone and what about a young boy who is 15, its very, very shock and cannot 

imagine it.  So, this thing I wish to reconsider the NHS that young children or 

children, not tell them all this bad news … Give them hope.  It will not change 

anything, let them, last few days with hope. So, it’s difficult.  I am not talking about 

this, now the doctor he did that that time his duty and he has to tell the truth to Sohail.  

It’s another thing, I wish this to be changed.  In our culture, in my country, we never 

ever tell children this like this, mmm, so the issue of course Sohail replied, do you 

know what Sohail replied to the doctor? he said nobody knows when he will die, you 

may die before me” (Maaz. Father 5.14/5) 

 

During these conversations, the family tried to tell the doctor that it was important to 

them to remain hopeful of a cure from God and allow Sohail to gain comfort from his 

faith, but it seemed that their voices and priorities were ignored in favour of a 

medicalised approach. Holly detailed a medicalised precedence for seeking quick 

solutions and indicated that in Sohail’s case the family were described as being in 

denial of the truth, rather than following their faith and family belief systems. Holly 

went on to mention the need in palliative care, for gradual and incremental difficult 

conversations over time and within trusting relationships, to ensure families are 

ready to discuss complicated aspects such as prognosis: 
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“It’s important that we recognise that eventually, the family will get to the place that’s 

needed, but we need to be patient and that’s what’s difficult to share with the clinical 

team I think, particularly with the nursing team who are seeing him every day, 

because they want it to be acknowledged straight away, they want to be able to have 

those conversations … the Advance Care Plan’s (ACPs) are lovely and they're 

fantastic, but often as soon as the word palliative is mentioned, they want the ACPs 

signed, within a day and in place straight away and actually ... that’s not appropriate, 

because ... you have to do these things in a timely way” (Holly. HCP Nurse 9.38) 

 

The parent champion who wrote about Family Tessa’s experience in his poem 

‘Patience Patients’ (Appendix 30), detailed the two perspectives of this incident, both 

nurse and family. By doing so he showed the opposing priorities and difficulties 

encountered.  He highlighted the busy shift of the hospital nurse and the obstacles in 

her understanding through an inability to relate to the family’s lifeworld. In contrast he 

describes Family Tessa’s simple desire for a humane and holistic approach to care: 

 

‘Because no one seems to care … 
To see the person inside the patient, 
The one who needs the human touch 
The presence of kindness … 
To treat not just my body, but my soul’  
 

When I discussed the inclusion of treating the soul here, the parent champion felt the 

HCPs in this encounter were seeing care on a very superficial surface level – 

‘checking the meds (medication) and the sats (oxygen saturations)’, rather than on a 

human, individual level, which the family desired. The comparison of these two 

aspects of care, made me reflect further and highlighted the need for HCPs to take 

time (and patience) to understand the human in front of them rather than the task 

they represent.  
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8:5:7 Gentle Conversations  
 

When considering difficult aspects of palliative care, Rida mentioned the need for 

‘gentle conversations’ and being led by family members rather than pushing an 

agenda: 

“I probably didn’t go into that conversation immediately I never, ever want to seem 

like I’m pushy and I never want to feel, make allow people start feeling that they’ve 

got to think about something that they might not want to, or something that really 

throws things for them and causes some kind of trauma, you know and so I, I, I just 

wanted to be able to allow her to discover that that might not be the only way, so 

whether it was on that occasion or not, so everything is always played by ear, 

certainly with me anyway” (Rida. HCP Muslim Chaplain 23.63/4) 

 

Holly also acknowledged the need for prior family involvement and consensus, 

particularly regarding agreement in sensitive or challenging topics: 

 

“I understand Dr Jones in his need to be honest with the teenagers, but I don’t share 

his belief that you do it as soon as the question is asked. I think ... you need to 

deflect that question back ... So, I will say if someone asks that outright question, turn 

it back on them if you don’t know. If you haven’t already had that conversation away 

from the bedside with family, to get to a level of understanding where you know what 

your response will be if that question is asked, but more importantly they know what 

your response is going to be if that question is asked unexpectedly, when you’re in 

the room and they’re in the room, or if the question is asked when they’re not in the 

room, we still absolutely owe it to our families to report in to them first and to check in 

with them and to share potential conversations before they happen, to give them the 

ownership of how those conversations may go” (Holly. HCP Nurse 24/5.102) 

 

 

8:5:8 Truth telling and hope 
 

The narrative of telling the truth to Sohail continued throughout the family interview, 

as Maaz told me of a nurse who gave Sohail pain relief whilst he was playing his 

PlayStation in the week before his death. Maaz described how the nurse was very 
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graphic in her descriptions surrounding death and even used Google Images to aid 

her descriptions of coffins and graves for Sohail and his mother: 

 

“So, he asked her how long I have to use this device (morphine syringe driver)?  She 

said forever.  He said what do you mean forever?  She said because you will er will 

die after a week.  He was playing and his mind with a game didn't like this, what you 

are saying?  She said tell me in your religion what do they do with the bodies?  She 

said. He said uh I think it is shocking, she told him in my religion as a Christian we 

put them/bodies in boxes and she started to open her mobile and she Googled and 

showed him some boxes and graves and a graveyard like this so this is, it was very, 

very difficult situation we meet at that time.  Sohail very brave and positive and we 

found him like collapsed” (Maaz. Father 5/6.16) 

 

“How you show the boy, a child, a grave and the box and like this and tell him its a 

few days and bye like this?  Sohail just start crying and held his mum's hand over the 

night, over the night, Kinza told me over the night he held my hand and don't, he was 

very frightened. So, when I meet him in the morning, the next day he hugged me, 

dad, crying, crying, he didn't want to let me go out.  Very scared” (Maaz. Father 6.17) 

 

Whilst a transparent approach is intended to follow current guidelines on End-of-Life 

(EOL) care, for being open and honest, it was contrary to the family’s desire for 

Sohail. After Sohail became distressed, the family asked Holly to visit to try to calm 

him down and reassure him. When describing the incident during her interview, she 

was visibly upset and disturbed by the nurse’s actions and its impact upon the family: 

 

“It’s barbaric, you know. Absolutely (pause), disgraceful behaviour. I feel so 

passionately about it I think that’s the kind of thing you strike someone off for ... I 

know you wouldn’t but that’s the passion it evokes in me” (Holly. HCP Nurse 

24.98/100)  

 

“We should remember that everyone needs to be able to wake up every morning with 

some hope and go to bed every night and more importantly with dignity. They just 

straight away they destroyed the dignity of the family. That family was a close family, 

someone completely stripped them bare, of them dignified approach to Sohail’s end 

of life, no one has the right to do that, no one. We all have the right to be honest, we 

all are accountable for being honest, but we can do it in a way that’s kind” (Holly. 

HCP Nurse 26.110). 
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Holly described nurses as advocates for families. Following this incident she 

concluded that HCPs had not understood and subsequently not protected or 

respected Family Tessa’s beliefs. I tried to reflect the emotions Holly described to me 

within the poem I wrote about her ‘Sit alongside, Sit beside’ (Appendix 26). Within 

this poem I aimed to convey her anger and how she felt the family were let down, 

with their trust betrayed as they were ‘stripped bare’ in a ‘callous’ and ‘brutal’ way, 

which was completely unnecessary.  

 

 

8:5:9 Views on Pain  
 

Family Tessa were further misunderstood when it came to their views on pain. When 

discussing elements of a family video with me, in which Sohail appeared to be crying 

out in pain, the family explained that these videos were taken to show Sohail’s faith 

and resilience. Family Tessa explained that Sohail’s faith helped him to cope, 

particularly with pain and painful procedures and that he saw his pain as a test from 

God and that by enduring pain he would be granted reward in the afterlife: 

 

 “We also believe that if someone touches the rose and feels the pain this person 

gets the reward so when he is suffering from cancer, chemotherapy and all of this he 

knows that he is receiving a lot of rewards from this, so he is happy to feel the pain. 

Also, when the doctors say to him to take Morphine and he is feeling unwell and tired 

he says to us that he is feeling so much pain and he is tired but he doesn’t want to 

take the morphine because he wants to feel the pain and get the reward, if he takes 

the morphine he won’t feel the pain. So, he wants to feel that pain and get the reward 

so he was happy about this, about God’s will” (Pasban, Sibling 16 years interview 

2.40:38) 

 



209 

 

Similarly, Khadija from Family Ahmed described rewards for good deeds in caring for 

her children accruing, to be received in the afterlife: 

 

“Our God said that whenever I give you, you should be, you know, pleased with it 

and you should like he's gave Bibi as a as a condition that you have a condition or 

Bibi has a condition is always she's gonna have a good deeds because you're 

looking after them and you know God given her that, is that that she is she gaining 

rewards then from God not from people, she's doing it for her faith and for the love 

for her children, but is for her faith as well because that's what our you know Islam 

said to just take whatever is there and look positively to things” (Khadija. Mother 

15.96) 

 

 

Holly appeared to be understanding and respectful towards Family Tessa, but also 

aware that other HCPs were often dismissive of differing beliefs and thus failed to 

see the important role faith planned in the family’s ability to cope: 

 

“When professionals just don’t have that same level of belief. And ... when families 

say God will cure him God will cure her and they’re like well ... it’s not going to be ... 

what do we do about this and they’re so dismissive, of even trying to understand and 

we say well this is another part of their care. We have to build this into his treatment 

plan, because if that’s what they believe, why should we take that away from them, 

we just have to work alongside it” (Holly. HCP Nurse 20.80) 

 

For some HCPs, forced migrant families and those with different beliefs to their own, 

seemed to confront them and highlight the inadequacy of their strategies for example 

to relieve children’s pain. The resultant feelings of inadequacy appeared to result in 

HCPs’ becoming defensive, families being problematised and an increased desire to 

make the family fit with everyday practices. For other HCPs, such as Holly, the 

divergence of belief systems led her to consider the individual needs of the family 

and offer bespoke care.  
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HCPs perhaps underestimated the difficulty Family Tessa experienced in making 

decisions for their son and the depth of love and pride they had in their son. The 

family created a video and poem which they shared with me. Pasban elaborated on 

why the poem was created: 

 

“Because when he (Sohail) was suffering he also said that he wanted, he said 

that when he recovers he wants people to know his story and so he wants the 

poetry but different to this so like a good poetry that he recovered so he was 

suffering at the start and then he got recovered so like a poetry for this. But 

then he passed away so we couldn’t do this as he wanted but then we made 

one as he passed away” (Pasban Sibling 16 years Interview 2. 09:42) and 

Maaz concluded that it was written with “words coming from mine and my 

wife’s hearts” (Interview 2.16.20) 

 

The poem written for Sohail was particularly important to the family, as they hoped it 

might help to educate others and so they were keen to get the poem translated from 

Arabic into English to enable me to understand it fully. They had the poem translated 

three times before they felt happy with the translation and shared these with me 

(Appendix 17). Within the poems, the depths and the importance of the family’s faith, 

was demonstrated not only within the descriptions given but also within the content. 

Of the three poem interpretations, content relating to faith was 70%, 80% and 80% 

retrospectively for each poem (see highlighted sections in Appendix 17). Exchanges 

surrounding the interpretation of this poem are further detailed in the Silences 

Dialogue chapter. 

 

 

8:5:10 Faith and coping strategies  
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All three families interviewed mentioned their faith and how it helped them to cope 

with the palliative care needs of their children:  

 

“God will help her, because as soon as she got married and you have a husband and 

kids, that's it. You know your life is your children, you know and God will always be 

with you if you be good with your children and look after them” (Khadija. Mother 

13.88) 

 

 

The parent champion who wrote about Family Ahmed’s experiences in his poem 

‘The leaver’ (Appendix 28), drew attention to the family’s faith and recognised that 

trusting in the goodness of God was important to restore balance, compensate 

migration trauma and give them hope for the future: 

 

‘In the name of God 
The most gracious, the most merciful 
In God you trust’ 
 

In the case of Family Tessa, some of the HCPs involved in Sohail’s care saw the 

family’s faith as a challenge and at times in opposition to western medicine. 

Interestingly when discussing the family’s beliefs with them, it was clear they felt it 

incredibly important to be honest and open with their children about death. Both 

siblings were with their brother in his final moments and were involved in his funeral. 

The family talked openly about Sohail in their daily lives following his death:  

 

“We talk about him every time, every hour in our life in our house, yes every time we 

talk about him” (Maaz. Father interview 2.17:44) 

 

During both interviews with Family Tessa, they showed me images of Sohail post-

death. Firstly, a photo from Sohail’s father of Sohail in interview one and in the 
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second interview, pictures and a short extract of video of Sohail. These images when 

described by the family, related to their love for him, but also his and their faith:  

 

“This is Sohail we put blurring on his body because before washing his body is 

covered by white sheet, because it’s not good to, because some people feel scared 

by the dead body but the photo of his face smiling it was good” (Maaz. Father  

Interview 2.51:11) 

 

Pasban, Sohail’s 16-year-old sibling, was keen to explain the care of his brother after 

his death to me alongside his father. Pasban was knowledgeable and without fear 

when discussing such graphic elements of death: 

 

“In our religion we believe that if there is a good picture like this, if there is a smile, it’s 

like a sign of this person going to heaven, but if the face was scary and not really 

beautiful they prefer not to take pictures or show it to other people”(Pasban, Sibling 

16 years) “because we believe that when anyone dies he saw angels and the place 

he would reside in the next life, so you can notice maybe some people you can 

notice that they are happy and others no, angry or scared or like this because at this 

moment they see where they have arrived in the next life” (Maaz. Father Interview 

2.30:53) 

 

“I think if people know when they are young that there is death and their parents talk 

about death with them then they are going to understand it more and when they get 

older they aren’t scared that much of death. Life is part of death, everyone in this life 

will taste death. I remember my parents saying to me and S and my younger brother 

when we were young that a strong believer will not fear death only the weak 

believers so that will give us strength and we know that we will all taste death so we 

are not scared of it” (Pasban, Sibling 16 years interview 2.1:13:49) 

 

In the HCPs’ pursuit of truth, it seems that they missed seeing the individualised way 

that Family Tessa wanted to deal with their child’s death. Consequently, the family 

were left with traumatic experiences, which they are still struggling to deal with years 

following their son’s death. 
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Holly summarised the trauma the family had been through, as she shared with me 

the differences that forced migrants may experience in palliative care. She explained 

how HCPs’ need to be aware of forced migrants’ social isolation and the challenges 

they have in sharing their religious beliefs. She also described the consequences of 

forcing western ideals of facing death, highlighting that HCPs’ have one chance to 

get end of life care right and that the decisions which are made, can have negative 

consequences for families: 

 

“They are already isolated from sharing much of what’s happening to them as a 

family … like Sohail’s family gosh, it’s just ... like another layer of tragedy on that 

family” (Holly. HCP Nurse 18.69) 

 

It’s absolutely unforgivable because ... they will die with that vivid thing in their heads 

wont they, that will never ever go away, that will never be less blurred, it will never be 

less painful to remember” (Holly. HCP Nurse 30.130). 

 

 

8:5:11 Search for normality  
 

Both siblings from Family Tessa described the hospital environment as one that 

evoked mixed emotions. Pasban described hopelessness at not being able to help 

Sohail with his treatment, but relief in a sense of normality brought about by being 

able to play with Sohail at the hospital. When describing his drawing (Figure 17) 

Pasban told me:  

 

“This is my brother and this is like me, I am looking kind of sad because I see my brother 

lying on the bed, I can’t do anything and then we feel happy when we play together like we 

do games in the TCT (Teenage Cancer Trust) room” (Pasban. Sibling 16 years 21.68) 
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The need for normality, stability, security, respite, social support and integration may 

be particularly important for forced migrant children as these may have been lost or 

weakened during their migration journey or as they settle into life in the UK. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Figure 17 - Pasban’s drawing of Sohail and him in hospital 

 

For both siblings the hospital bed was pivotal and restrictive in terms of access to 

their brother (Figures 17 and 18 detail these aspects). 
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Figure 18 Drawing by Peroz of Sohail (in yellow) in the hospital bed 
and then walking out of the hospital. 

 

 

Although family Tessa described a lack of understanding about their religious needs 

and difficulties in meeting those needs in the hospital, they did recount an example 

of good practice in which they were able to break their fast in a special palliative care 

facility and how this created some normality which was helpful to them: 

 

“Also they, we thank them, they provide (special facility for palliative and 

bereavement care at the hospital) yes, sometimes we are sitting with Sohail to like, 

change the environment, there was Ramadan, our fasting month, we are Muslim 

fasting from morning to sunset so we were sitting (in special facility) with Sohail and 

having our breakfast, yeah so it was good to change the environment and 

atmosphere like out of hospital. Yes, out of the hospital, so it was helpful” (Maaz. 

Father 9.29) 

 

A further element, which offered some normality for the family, was when Sohail was 

briefly able to return to school. However, the limitations inflicted by his cancer and 

changes to his appearance and abilities were described as heart breaking by Maaz 
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and Pasban. Pasban described the joy of having his brother at school with him and 

as they played with friends and the joy at being able to help Sohail by pushing his 

wheelchair. However, Pasban also acknowledged the difficulties and sadness in 

realising that Sohail could not join in with a game of football and the embarrassment 

and shame Sohail felt when his bald head was laughed at by one of his peers: 

 

“My brother felt happy sometimes at school because school was like a joyous thing 

for him, because when he was like making relationships more than studying, he was 

like meeting friends and talking to friends, so I was feeling like heartbroken at times 

when I see my brother on the wheelchair, he looks at people playing football, he 

wishes to play with them but he can’t ... and here so like when we are as a family he 

feels happy and positive, yes and when he talks to friends in school or at the park he 

also feels happy playing with them. Here I talk about you know chemotherapy side 

effects, mmm, the loss of hair, some people sometimes laugh at him. I always 

remember a story, somebody in year 11, he was in year 9, he took his hat off and he 

started laughing because he doesn't have any hair, this time he was so sad and I 

was also angry and sad to see this. (The boy responsible) got in trouble but like my 

brother still remembered this and he talks to us about this, he doesn't like, it's in his 

memory and he keeps sad he says because people don't like him, so after what 

happened here and he feels embarrassed because everybody looked at him in the 

class and that is embarrassing” (Pasban Sibling 16 years 22.69) 

 

 

The conflicting elements of joy and sadness are further detailed in Pasban’s drawing 

in which elements of normality brought joy for him and his brother but also in which 

elements of Sohail’s cancer diagnosis brought sadness to them both (Figure 19) 
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Figure 19 Pasban’s drawing displaying positive and negative 
aspects of his experience 
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8:6 Combined across settings findings 
 

 

Some of the themes described by participants crossed settings or were not setting 

specific and so they have been outlined separately here, as shown in Figure 20. 

 

  

 

 

Figure 20 - The differing factors which were combined across 
settings 
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8:6:1 Parental burdens and gender norms 
 

All the parents in this study encountered many burdens, both physical and emotional 

due to their child’s palliative care needs. Fear was a strong aspect, which dominated 

the parents accounts of family life. Adiva described a fear of her son becoming 

acutely ill with an infection, this fear was obviously exacerbated during the pandemic. 

For most parents, childhood illness elicit feelings of fear, but for parents with children 

with LLC, this fear may relate to the child’s clinical vulnerabilities and knowledge that 

even a simple illness could have devastating effects for a child who has a complex 

multi-system condition. Fear of worsening a child’s condition or hastening their death 

also appeared to limit family’s abilities to lead a normal life and often led to them 

reducing any activities which could bring additional risks for the child: 

 

“She said even originally when he used to go to school in the week he’d catch 

something and he’d get ill for a while, so she doesn’t want to take the risk” (Adiva. 

Mother 9/10.81) 

 

Parents appeared to be ‘on watch’ and hypervigilant to the needs of their 

child/children all the time, with constant worries for their child and little rest or time 

off. For forced migrant families their fear was worsened by a lack of social support, 

with caregiving seeming continuous and relentless. For Adiva, the exhaustion, 

uncertainty of her child’s condition and constant worry, led to depression which 

Sobia described as an inevitability given Adiva’s circumstances. Flo also 

acknowledged the physical stresses of caring for a disabled child, by describing the 

physical and psychological toll on Khadija of caring for her growing children without 

the support of her extended family: 
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“At the moment their adaptation is still in its process, so they have to carry Bibi and 

Begum up and down the stairs, which can be a lot for mum, so that's Dad's role. Urm 

and usually when mums really exhausted, he takes on that, that role in supporting 

her with the children” (Flo. HCP Social Worker 11.32)  

 

 

The difficulties and uncertainties parents faced in caring for a child with complex 

needs was also acknowledged. For forced migrant families this may be compounded 

by language difficulties in understanding children’s symptoms, diagnosis, or 

deterioration. For two families the arduous journey to the UK was undertaken to seek 

a cure for their child, but ultimately this was not a possibility. A lack of understanding 

of their children’s diagnosis prior to coming to the UK was evident. As such the 

realisation of both families that a cure was not possible may have led to further 

anger, frustration and despair: 

 

“They thought they were going to come here and they were going to make their son 

better” (Sobia. HCP Social Worker 15.41/2) 

 

“The reason why they came to this country is for her daughter to have the care to be, 

you know, to get cure to know that her in as she know about it before she doesn't 

know clearly know anything about her, her condition. Now she understand it” 

(Khadija. Mother 13.84). 

 

 

For Adiva, the parental burdens she experienced were worsened by gender roles 

which placed her as the sole care giver for her children and her husband as the 

bread winner. Having to care for her son on her own increased her isolation and the 

physical stresses upon her body such as back pain and a lack of sleep. Adiva 

discussed the expectations and misconceptions of the nursing staff that her son’s 

care would be shared between her and her husband: 
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 “When he had his gastrostomy I think he had his (nasogastric) tube first, they trained 

both of us, you know and he passed it, but up to this day he’s never done it, I’m the 

only one who actually does it. And the other thing is she goes the second time when 

he went for his teeth and we were in the hospital, first time I didn’t know anything, but 

the 2 times after when he’s gone and the nurses would actually fill up a syringe of his 

medicine and they’d leave it there for me to actually give it to him. So, they were 

expecting him there as well, you know you’re the mum you will give it” (Adiva. Mother 

17.130) 

 

 

Gender roles within some traditional Asian families were also discussed by Sobia 

and Rida from their own perspectives. For these HCPs, their own experiences of 

inequality affected their self-esteem and vocational opportunities, as well as 

negatively impacting upon how others in their communities viewed them:  

 

“I'm from a typical Asian family where my parents didn't think girls should study” 

(Sobia. HCP Social Worker 1.2) 

 

 “In my community where women were being, we're second class citizens in many 

cases” (Rida. HCP Muslim Chaplain 15.43) 

 

 

Clara acknowledged the role of gender in terms of education and a questioning 

mindset and saw what Adiva described as the differences between her and her 

husbands’ roles in the home, as distinctly different to her own upbringing, which 

increased Clara’s frustration: 

 

 “I don't think she'd be fussed about learning better English or because she just sees 

her role in the house, yeah, no more, no less. So as long as I do what's expected of 

me, then that's, then that's it, isn't it? Which is but again, I that's not how I see the 

world and that's not how I was grown. So, it's a, yeah, I think culture is a massive part 

to play in it” (Clara. HCP Pastoral Worker 14.43/44). 
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Rida described how her own perspective and background enabled her to become a 

bridge to those of similar ethnicity and background (as shown in her drawing - Figure 

21, which was done following the quote below). Whilst Rida was connected to the 

British community, having arrived in the UK as a toddler, she also understood the 

Asian communities’ values and beliefs and had additional language skills to help 

others:  

 

“They saw me as a religious figure who was very connected with the British 

Community that they were living in. So, in a way, it was a kind of a bridge, yes and 

people put their trust in me to help guide them in the British context, yet still also 

within their own cultural context and certainly within their religious context” (Rida. 

HCP Muslim Chaplain 4.13) 

 

 

 

Sobia, described a kinship with Adiva as she saw similarities in their backgrounds, 

particularly surrounding the role of men. Conversely, she also described her own 

experience of having counselling with a white person who did not understand her 

perspective (or culture) well at all: 

 

 

 

 

 

 

 

 

 

Figure 21 Rida’s drawing of herself as a bridge 
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“I’ve actually been to counselling myself years ago and being counselled by a white 

person, they don’t really get the ins and outs of how my family works or how my 

culture works and how I can’t do that, you know so absolutely, absolutely, you know, 

you really have to know the ins and outs” (Sobia. HCP Social Worker 19/20.54) 

 

 “I completely understand where she’s coming from because my family, my culture is 

exactly the same” (Sobia. HCP Social Worker 19.52) 

 

Sobia linked the ‘mutual’ understanding she and Adiva had to an enhanced ability to 

build rapport and understanding. Sobia’s desire to help families and take the time to 

get to know them and their needs was clear in her interview account. When the 

Guardian advisory group member created Sobia’s poem ‘Perseverance’ (Appendix 

24), she told me she wanted to stress Sobia’s compassion and empathy. The 

Guardian member told me she found wisdom within Sobia’s transcript and that she 

wanted to convey the commitment she saw in Sobia, over her 17 years of working in 

hospice social work. The title of the poem ‘perseverance’ aimed to give further 

prominence to Sobia’s tenacity and determination, despite and perhaps because of 

her own adversity. 

 

 

8:6:2 Link and Peer Workers  
 

 

Rida’s personal knowledge and experience of migration helped her to explain often 

confusing aspects of British healthcare to families. As such, the use of link workers 

was something she suggested as a way to navigate the health and social care 

systems and for forced migrant families to gain in their understanding and ability to 

understand life in the UK. One example she gave of her own chaplaincy work, was of 
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caring with a forced migrant family whose baby was expected to die imminently. The 

family had declined memory making activities such as taking handprints of the baby, 

in fear of creating an idol or image which was seen as unholy (Islamic Idolatry). Rida 

was able to explain the scriptures surrounding this and ease their concerns. Rida 

described the link worker role as one in which those of similar ethnicities and 

backgrounds could help with acculturation and with language, dialect and 

understanding. Clara also picked up on the challenges of fully understanding families 

with differing dialects and how often an assumption is made that Arabic is a universal 

language.  She was supportive of a link worker role, having seen it work well in the 

special school setting and watching link workers build relationships with families 

more easily: 

 

“In an ideal world if we had professionals in their own right in their own setting that 

had the language skills of that person or of that patient, wow, that’s a massive thing” 

(Rida. HCP Muslim Chaplain 32.86)  

 

“There's lots of different dialects, yeah, so again, if you're Somali is different to if 

you're Bengali, because you use a different dialect. So, you can again, you can have 

a language, you can have a conversation in Arabic, but you couldn't pick on 

everything” (Clara. HCP Pastoral Worker 10.33) 

 

Similarly, Rebecca suggested peer support as a strategy for supporting families and 

the use of a hub to bring resources and families together:  

 

“Family support hubs, that sort of thing, that you bring people to get there because 

peer support there’s always an argument around peer support and actually if you put 

families together that feel safe together, they can help each other as well and actually 

you may even find that you ... especially families that have kind of come into the 

country in those situations, actually you may even find that you’re reuniting people 

that are ... that have come from the same place that they didn’t know” (Rebecca. 

HCP Nurse 38.193). 
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For forced migrant families, the isolation of being separated from their extended 

families is often associated with feelings of grief and loss. Similarly, having a child 

with a life-limiting condition can result in families becoming outsiders from ‘normal’ 

healthy family interactions. The use of peer workers with similar experiences may 

thus be important, to share understanding and build new supportive community 

relationships. 

 

 

8:6:3 Communication and language barriers  
 

 

All participants mentioned that communication and language barriers impacted upon 

care. HCP participants recounted that language barriers affected their abilities to 

understand and be understood by forced migrant families and thus the relationships 

they could build, which they found frustrating and restrictive. Family participants 

talked about the inability to communicate with HCPs’ which they said led to further 

feelings of diminishing confidence, alienation and separation from their care teams. 

Adiva described this as feeling less valued due to not speaking English: 

 

“If you don’t speak the language it’s like you’re not valued as a person” (Adiva. 

Mother 22.168)  

“We are new in the country so, my English is not good and I can’t explain, I can’t talk. 

She was not able to express and explain to others what she is feeling and answer to 

their question or queries like this” (Family Tessa.4.10) 
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Hamza described the hard work required to learn English, as he discussed a two-

year period of being immersed in the language, when he worked in a coffee shop 

before his confidence increased: 

 

“He tried to learn the language you went to college to learn basic English and he 

started working in a coffee house. It's been two years and this was all in, you know, 

like all English people working there, they speak the English with us to make him 

confident. He learned the language making meet other people, speak to other 

people, which take his confidence up” (Hamza. Father 5.31) 

 

The difficulties in learning English were not always acknowledged by HCPs. Clara 

linked her own frustrations at parents not learning English to their limited education 

or gender restrictions, rather than acknowledging the time commitment and 

pragmatic challenges of learning a language. Misunderstandings relating to 

language differences were discussed by Flo and Rida, who realised that ensuring 

understanding was not as simple as having a family member nod or say yes. They 

referred to the importance of checking that family members had really understood 

what was being said: 

 

“About ensuring that the communication is being understood, because sometimes 

when it comes to language, we use a word that we think is right, but actually means 

something different to others and we were always got to be aware of that” (Rida. 

HCP Muslim Chaplain 29.79) 

 

Marian outlined an example of her own role in not checking understanding and how 

this led to children not receiving the treatment they needed for head lice. Within this 

example, the parent was blamed when she had simply not understood the 

instructions the hospice staff had given her. From the hospice staff perspective, the 
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parent had nodded and smiled her agreement, but unfortunately her understanding 

had not been checked or confirmed by questioning her further: 

 

“We've got the mom from one of the North African countries and she's got children: 

two children with additional needs and children had head lice … we gave treatment 

home to mum ... we explained everything in English but mum couldn't speak English 

and she was nodding and saying yes, but we didn't check her understanding and 

then she didn't follow that treatment plan ... then again it became a safeguarding 

issue. But when we actually invested the time and resources and effort and that 

meant the family worker, myself an interpreter we spent, we did a home visit or a few 

home visits...it actually transpired that she could not speak English and she didn't 

understand what we were saying. Urm, so we've learned from that, that always we 

not only do we need to have interpreter, but we also need to check that if we are 

communicating, we need to check the understanding. Even if the person saying yes” 

(Marian HCP Psychology .18.60/1) 

 

 

Whilst there was a consensus amongst participants that interpreters were needed 

and essential, there was also an awareness of financial, gender or dialect restrictions 

in gaining access to their services. The awareness that interpreters could not, but 

should be part of more interactions was acknowledged by HCPs and parents: 

 

 “Yes (they did have interpreters) and sometimes there is doctors they speak Arabic 

so can help but because there are so many hours, you know sometimes the 

consultant come in different times of the day, interpreter is difficult to bring the 

interpreter” (Maaz. Father 10/11)  

 

 

Interpreters were regarded as expensive and consequently, were often used 

sparingly; reserved for the ‘important’ conversations. The nature of palliative care 

means that many sensitive and challenging conversations are needed, such as 

around the use of advance care plans to ascertain needs and wishes, as end of life 

approaches. Such conversations are not one-off events which are limited to one 
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discussion, which added to the difficulties experienced. However, for parents Hamza 

and Khadija, their interpreter experiences within the hospice setting were described 

positively, as they were able to frequently have the same interpreter and build a 

relationship and rapport with her, which positively impacted their care experience: 

 

“The interpreter, she has made a huge difference, to their lives because, it's not just 

that she's the interpreter, but she takes a lot of time and I think it's part of her 

personality to get to know the family” (Flo. HCP Social Worker 16.48). 

 

 

Whilst their experience did seem exceptional, it was perhaps one which could be 

used to illustrate the importance and power of consistency and relationship building 

with interpreters, because of the positive outcomes that a good relationship with the 

interpreter had for the family. Difficulties in communicating meant, for most HCP 

respondents, that they tried many different approaches to aid communication with 

families including Google Translate, Language Line and electronic mobile translator 

units, all of which had limitations. Marian used more creative means as she found 

preparing, cooking and eating one another’s traditional food, a method which 

appeared to cross language barriers and bring together a sense of community: 

 

“I found that communicating through the food just cooking together, being together, 

eating together, what was a great start to build that relationship with people” (Marian. 

HCP Psychology 5.22) 

  

Another element of communication outlined by Holly and Family Tessa, was the 

importance of non-verbal communication. Holly deliberated the significance of sitting 

or kneeling, the use of silences, touch and eye contact with families. Her approach 

was perhaps of particular importance for forced migrant families, who may not be 
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able to rely on language cues and so had to utilise other elements to try to fully 

understand what was taking place: 

 

“I think if you go and stand … families are so used to people standing and not.. and 

engaging just very temporarily and then going. I think you have to sit down. Even if 

you’re crouching down, so you’re all at the same level. The minute you go down to 

their level, they know that you’re not going to walk away. So, I think that’s probably 

quite an important element. and you’re all at the same eye level and you’re not 

standing above them. And straight away they know that you’re not ... you’re there ... 

you’ve got that eye contact, that you’re not going to prescribe by standing over them, 

or walk away, or just hear what it is the question that you’re asking, you’re actually 

investing in them because you’ve ... you’ve put yourself in an uncomfortable position, 

because the minute you sit, you are saying I’m going to be here for a little while 

longer than people that stand. And that’s a big ... that takes a lot of courage” (Holly. 

HCP Nurse 16.62/3)  

 

Family Tessa also acknowledged the importance of non-verbal communication, as 

Kinza described reading other’s eyes and body language and the inactivity of 

hospital stays which afforded long periods of time watching staff and gauging their 

responses: 

 

“I know I can’t, speak English but I can read the body language, I can read from your 

eyes how can, you think about me.  I know I can't speak English, I can't understand 

English but I understand body language and er ... if somebody weaken you or hate 

you” (Kinza. Mother 13.39/40)   

 

“We living with them for a long time so you can watch and see” (Maaz. Father 10.32) 
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8:6:4 Essential nursing characteristics 
 

All the family participants outlined the characteristics they thought nurses needed to 

possess when caring for families with palliative care needs. For Family Tessa, 

kindness was extremely important. They discussed examples of this in the care they 

received and described nurses as needing to have a ‘gold heart’ and be ‘mercy 

angels’, to deal with both the difficulties of the job but also the sensitivity in caring for 

the human hearts of their patients.  

 

Both siblings from family Tessa mentioned the need for nurses to be kind and have 

understanding, particularly towards others’ beliefs. Pasban was also keen to say that 

these aspects were more important than any grades: 

 

“I would like to say like grades, GCSE grades, A levels, it doesn't matter. It doesn't 

mean that this thing or these people, this person can be a doctor or a nurse. I say 

that beliefs, like understanding beliefs, behaviour, attitudes, is important for someone 

to be a doctor or a nurse, because if they treat patients in a bad way then the 

patients will be feeling sad and this will like affect the patient. Yes, that’s what I would 

like to say” (Pasban. Sibling 16 years 22.70) 

 

“So kind, so the nurses to be like kind, so not always like strict and like mean, so they 

like treat others nicely” (Peroz. Sibling 16 years 2.71) 

 

 

Similarly, Adiva and Khadija described a ‘heart for nursing’ likening it to a vocation, 

rather than something that is done for the money:  

 

“The nurses that have come to look after children they do it with their heart, they 

don’t do it because they get paid lots of money” (Adiva. Mother 14.114) 

 



231 

 

“She want to carer who loves caring for children with …  condition is she's not her job 

to doing it just for sake because she's working. She had to do it with her heart, be 

kind to …  and be a be truthful and no cross words” (Khadija. Mother 16.99) 

 

 

Despite all the family participants experiencing elements of poor care, they remained 

understanding of the individual differences in practice among nurses. Whilst not 

quick to label the nursing staff who had cared for them, parents also requested non-

judgemental attitudes and appealed for more empathy, humanity and understanding 

from nurses: 

 

“Everybody isn’t going to be the same, some people are going to be good, some 

aren’t going to be good. So, you treat people as they come across to you, rather than 

painting them with the same brush, or the label, that they’re all immigrants and 

they’re all going to be like this and this is how we’re going to treat them” (Adiva. 

Mother 24.185) 

 

“You can find good nurses and bad nurses, I mean there is behaviour as a nurse and 

so I hope to find an improvement and nurses to be aware of the pain in in patient's 

hearts and family's hearts, I wish to find without any discrimination because we are 

all human and the illness and, in this kind of disease can come to any one of us” 

(Maaz. Father 11/12.35) 

 

 

When exploring the career choices of the HCP participants, many explained their 

desire to help others, to make a difference in families’ lives and the experience of 

being drawn into their profession vocationally: 

 

“It sounds really cliched but just try make it make a difference and make an impact” 

(Clara. HCP Pastoral Worker 3.8) 

 

“When you get it right, it’s beautiful, it’s lovely and it gives you a sense of being and 

knowing that you’re in the right place and you’re in the right role” (Holly. HCP Nurse 

11.45) 
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 “So, when I'm asked, how I came into this job? Or how did I find the job? My answer 

is usually that I think the job found me” (Rida. HCP Muslim Chaplain 3.9) 

 

For HCP participant Clara whilst being asked about herself and her career she drew 

a circular purple face with long curly hair (Figure 22). I asked why these choices 

were made in her artwork and she told me how much she liked purple and 

associated it with happiness.  Her desire to be cheerful and help others was perhaps 

at first overlooked by me as a ‘normal’ sentiment expressed by many people working 

in caring roles. However the YPAG advisory group member who created Clara’s 

poem ‘Just trying to make a difference’ (Appendix 25) emphasised to me how much 

meaning she felt was attached to Clara’s explanations of purpose within her role. 

She told me that she felt all of Clara’s actions seemed to be centred around this 

desire to ‘make a difference’ and that those elements of moral desire and intention to 

do ‘good’ should be celebrated. These interpretations were helpful as my own role 

and years of experience in nursing had perhaps meant I did not see the level of 

emphasis from Clara in the same way the YPAG member did. These interpretations 

were further echoed as following her reflections I went back to the HCPs accounts 

and saw that each of them shared a desire to have a fulfilling career with the 

potential to change children and families lives for the better. Whilst this desire was 

almost tangible, many HCPs went on to tell me how structural and organisation 

factors had quickly blunted their desires, particularly as the realities of working in the 

sector took hold: 

 

“The job was very, very demanding, I felt like it was a conveyor belt system” 
(Flo, HCP Social Worker 1:2) 
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“I kind of thought I'd be Mary Poppins and change the world. When I first 
started and the social work degree and then very quickly realised about the 
system and how it works” (Flo, HCP Social Worker 4:13)  
 

 
“You come out of social work, your heads are full, you know you're going to 
change the world and before you know it, you're actually an organization that, 
you know what there's actually, you know, slammed doors and really small 
corridors that you can go on and you know it's all about the money, money, 
money and you know actually kind of squeezes you I think as a person and as 
a professional, quite quickly” (Sobia, HCP Social Worker 5:14) 

 

 

The additional interpretations which came from advisory group/poetic creation were 

beneficial to my analysis as I was able to further draw out my understanding. The 

details HCPs gave of motivations at the start of a career and then when working 

within healthcare over time, highlighted to me that this may have led to cynicism and 

feelings of powerlessness or helplessness in achieving the initial personal goals they 

had set. Such elements may also link to the aspects of compassion fatigue and 

burnout, previously discussed. Further elements of HCP participants sense of self 

can be seen in the drawings of participants displayed in Figure 22. 
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“I like, purple, yeah, I would like to think 

that I’m a happy, happy girl” (Clara. HCP 

Pastoral Worker 5.14) 

 

“I do it with a smile I try, yeah, I just think I 

just want better for people”(Clara. HCP 

Pastoral Worker 23.71) 

 

  

“I have that fulfilment, definitely I feel it’s 

my purpose and I think because I am very 

spiritual, I feel this is my purpose right now, 

so yes, definitely feel fulfilled in what I do” 

(Flo. HCP Social Worker 5.17) 

 

 

 

 

 

  

“Draw different people around me and 

some of these people are sort of small, like 

some of bigger, um, just to sort of 

represent that the different people in the 

sense of children as well as adults that, 

that we work with” (Marian. HCP 

Psychology 1.6) 

 

 

Figure 22 HCP’s drawings which illustrate sense of self in their caring 
roles 
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8:7 Summary of findings 
 

In conclusion, the key findings reported in this chapter relate directly to research 

questions one and two, question three will be addressed further in the Silences 

Dialogue chapter. When considering the factors that optimised care for forced 

migrant families and children, the importance of family centred care and caring 

concern for all the family was important. Families valued those who went the extra 

mile and tried to understand their beliefs and values. The building of relationships 

over a longer period, without focussing too heavily on protocols or documentation 

was discussed in terms of the differences between hospital and hospice. This linked 

with the need for additional time to be spent with families to understand their unique 

experiences and needs. Further to this, was the use of non-verbal communication, a 

compassionate, kind approach and ensuring that particularly sensitive conversations 

were both timely and negotiated with families. In order to cope with living with life 

limiting conditions, many families relied upon their faith yet the value of faith was 

frequently underestimated by HCPs’. For the siblings interviewed, the importance of 

normality in terms of their home and school life was described with links to the need 

for stability, security and respite. 

 

Elements that appeared to hinder interactions were often structural in terms of 

parents not understanding their rights, or being unable to access resources, 

including inappropriate accommodation. Consistently for families and HCPs, issues 

with communication and language barriers were significant. The problems 

associated with limited interactions and increased the possibility of 

misinterpretations, labelling and judgements upon parents. For parents, the burdens 

experienced in caring for their children, were compounded by their migration status, 
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the uncertainty and anxiety of palliative care conditions, isolation and a lack of social 

support. Alienation and discriminatory incidents were also described by participants. 

Difficulties in coordinating care in the community and differing expectations were 

discussed by HCPs.  

 

The use of link and peer workers to help address some of the challenges described, 

was suggested in addition to a central migrant hub to provide up to date information. 

HCPs voiced their passion and motivation for their roles, but that the reality and daily 

trials encountered in palliative care, affected them negatively and led to expressions 

of burnout and compassion fatigue.  

 

This study highlights the difficulties in provision of children’s palliative care generally, 

but with a specific emphasis on the needs of forced migrant families. For such 

families, previous trauma, negative experiences of migration and isolating 

circumstances when living in the UK, need to be acknowledged and addressed by 

individual HCPs and organisations to improve the quality of care provided. 
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Chapter Nine – Silences Dialogue 

9:0 Introduction  
 

Throughout this study the inclusion of advisory group expertise has been a vital 

source of insight, which has enhanced my understanding and perspective. Whilst 

advisory group inclusion was crucial during analysis stages, I felt their experience 

and insights were valuable to me throughout my doctoral studies and so I aimed to 

include them throughout my research process, wherever possible. My study utilised 

advisory groups which were already in existence and covered many different 

elements of expertise due to the multifaceted nature of the topic area. By becoming 

an agenda item within such specialist groups meetings, I felt the power imbalances 

and undervaluing of PPI expertise often voiced as limitations to PPI (Brett et al, 

2014), were reduced. Advisory group chairs led all the meetings that I attended and 

so they could direct my involvement, time and link appropriate members of the group 

to different aspects of expertise required. 

 

The incremental and meaningful nature of advisory group input and the building of 

rapport and relationship which ensued is detailed in Figure 23. 
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In order to gain the full benefits of the suggested approaches in the Silences 

Framework after initial analysis, draft findings were reviewed with the collective 

voices of this study to include a more detailed level of analysis and insight, as 

advocated by Serrant-Green (2011). The Silences Dialogue is subsequently an 

important element herein and particularly to the analysis phases. The Silences 

Dialogue allows for additional space and time, to be dedicated to reflection. The 

prioritisation of such dialogue, has thus allowed me to ratify, question, challenge and 

contextualise my findings with the collective voices of the study; my advisory groups, 

and participants. Even though the term ‘Silences Dialogue’ is an oxymoron, this 

section aims to illuminate how the analysis of the participants’ accounts have 

benefitted and at times changed, as a result of further engagement with the 

collective voices of the study. Furthermore, this section explores additional 

reflections based upon research question two; ‘how can the voices of forced migrant 

children and their families be best reflected or represented in research concerning 

their experiences?’ 

 

9:1 Collective Voices Poetry Creation 
 

The use of creative methods in this study had several benefits. One unanticipated 

benefit was the additional discussions, which took place with advisory group 

members, during the creation of poetry from participants’ accounts. A full list of the 

poems created by advisory group members and myself, is detailed in Table 13 and 

within performances seen by authors in the website created for this study (this can 

be accessed using the QR code). Images from the website displayed in Figure 24.  
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“I found it really insightful being able to share someone’s journey and experiences 
through poetry. By reading the transcript beforehand I felt I was learning more about 
the person being interviewed and really paid attention to what they were saying and 
took real value in what they shared. Putting their transcript into poetry is a really 
creative way of being more engaged with research and makes it a lot more 
interesting” GUARDIANS advisory group member 

“I loved Marie’s project. One of my favourite projects I have ever been involved in. I 
also had no clue I could write poetry. I look what we did and I wouldn’t have believed 
we could do that. It was really interesting and it felt good to be able to support a topic 
that is not raised enough in healthcare. Equity isn’t really raised. It seems to be often 
about health outcomes we focus on but what about the care and compassion they 
receive. It felt so relevant” YPAG advisory group member (1) 

“This project was definitely different to what we normally do with YPAG, since we get 
to create our own “material” instead of solely commenting on what’s been done. I 
enjoyed it and found it quite interesting. It also provided me with invaluable insight to 
the lives of those living in hospices” YPAG advisory group member (2)  

 

Further benefits of advisory group poetry creation were the enhanced relational 

connection between myself and members, but also empathetically between advisory 

group members and participants (Hahessy, 2011). The active nature of involvement 

in poetry creation also enhanced advisory group collaboration in the study, which 

has been shown to help address power imbalances in research (NIHR, 2015; Shaw, 

Brady and Davey, 2011; Auckland, 2010). In addition, our meetings gave ‘space to 

talk and change,’ elements of PPI Knowles et al (2021) detail as crucial to enhance 

shared dialogue, value expertise, allow space for tension, feedback and 

disagreement. During our poetry meetings, we discussed participants’ accounts, 

their motivations, perspectives and the possible meaning making both they and I 

were making from our interview interaction. Through this dialogue exchange, my 

analysis and interpretations of participants accounts were discussed and at times 

challenged and changed, some examples of these interactions are detailed in the 

following section.  
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9:2 Dialogue with Collective voices 
 

When discussing Family Ahmed’s transcripts with a parent champion advisor, he 

reflected on their descriptions of language difficulty, misunderstandings and anxiety, 

their concern for their daughters, but also the relief of now being in a caring 

society. Through the parent champion’s empathy for the family, I was able to more 

fully appreciate Family Ahmed’s fears, but also the love they had for their daughters. 

This interaction helped me when interpreting the family’s accounts, to better reflect 

these perspectives, particularly when trying to articulate their challenging and 

traumatic experiences with the Home Office and during a safeguarding referral. 

 

When considering the perspective of HCP participant Rebecca, I initially developed a 

theme based around ethics and moral decision making, as much of her discussion 

seemed to focus on entitlement to care. Whilst I wanted to capture Rebecca’s views, 

I also initially struggled to make sense of them. Many members of the advisory 

groups have supported the study from start to finish enabling the relationships which 

have been built to be open, supportive and honest. However, a unique aspect of the 

collective voices in this study, is the addition of new groups as they were needed. By 

adding new advisory groups and thus new expertise, I was able to gain further 

insights as dictated by the participant accounts and findings. In order to help me 

analyse and understand Rebecca’s account, I asked for advice from the Guardians 

advisory group as they specialise in seeking to address and improve healthcare 

institutions tackling of inequalities. Upon reflection of Rebecca’s account with an 

advisory member from Guardians, we realised that she had confused health tourism 

and forced migration numerous times throughout our interview: 
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“I think it tests your morals, I think it tests ethics, it tests.. your opinions and views, 

personally and professionally I think. Because.. you know I don’t necessarily always 

agree with things that people do and the choices that they make” 

(Rebecca.18/9.111) 

 

Upon reflection the muddling of health tourism and forced migration distracted me 

greatly during Rebecca’s interview and throughout my initial analysis. Whilst I 

wrestled with the terminology and her limited understanding of it, I almost overlooked 

that regardless of this distinction, what Rebecca was describing was discriminatory. 

This was discussed with the guardians advisory group member as we realised that 

Rebecca described different attitudes, treatment and judgements for different family 

circumstance: 

 

“Actually questioning the fact of where has this person come from, actually 
why have they come here?” (Rebecca, 24.135)  
 
“When we unpicked it, we were then realised that actually they weren’t eligible 
for healthcare treatment unless they paid. But obviously we would treat, 
because that’s what we had to do” (Rebecca, 28.151) 

 
 
 
Upon discussion with the Guardians advisory group member we were able to 

recognise a fresh that Rebecca’s job as a nurse was to care and not to judge the 

choices of parents. It was thus difficult to reconcile some of her comments and 

discussions without seeing them as discriminatory and alienating. My supervisory 

team were also helpful in supporting me to further understand Rebecca and my 

meaning making. I did not, by any means, want to accuse her of being racist without 

foundation, but I was also mindful of the need to call out such behaviour, rather than 

ignoring it and becoming part of the problem myself.  
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Interestingly, some of these discussions led to a personal realisation that I have 

perhaps overly high and sometimes too simplistic, expectations of staff perfection. I 

no longer work clinically and so I may miss some of the context behind HCP and 

family interactions. It was a powerful insight for me and one which helped me to see 

the need for balance in setting high standards for care, but perhaps in a more 

realistic light with the context of the pandemic and other stresses as well.  

 

Subsequently following all these reflections, Rebecca’s discussions on this subject 

were placed within the alienation and discrimination theme as it was clear her beliefs 

had impacted her attitudes and care negatively. It was important to me to reflect 

Rebecca’s comments as accurately as possible, but also with a view to looking at 

future recommendations and the impact of implicit and explicit bias (preferential 

treatments or prejudice based upon partiality) when caring for diverse families.   

 

A further example came during reflections surrounding Family Tessa’s experiences. 

One advisory group member reflected on how nurses and doctors manage tasks, ‘on 

a required basis, minute by minute, hour by hour’ which is ‘functional and practical’. 

Conversely, we discussed that from family Tessa’s perspective ‘each second, 

minute, hour and day is precious. Getting though another day, waking the next 

morning is a profound and important event when time is sadly short’. This reflection 

brought home to me the reality of such experiences for the families in this study. 

Being a nurse but also a mother, I have felt empathy with both the HCPs’ and family 

participants in my study, but the parent champions were able to further illuminate the 

precious nature of limited time with a child receiving palliative care and of the lasting 

nature and consequences of caring interactions. Through such realisation, I was able 
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to add further depth and focus to the interpretation of the family’s accounts and to 

understand their prioritisation. This included drawing out the findings regarding 

relationship building and nursing characteristics, which were originally incorporated 

in group experiential themes per participant group (detailed in Table 11) but were 

subsequently included by care setting (Table 12) to allow greater expansion of family 

examples and differences between settings around these themes.  

 

 

9:3 Dialogue with participants  
 

One family, family Tessa had created their own poem for their son after his death. 

Their initial poem was in their first language (Arabic) and despite many different 

translations (organised by them at their insistence) they still were not too pleased 

with the end result (detailed in Appendix 17). They shared their concerns with me 

and I was able to check my understanding with them after reading the poem. When 

analysing the poem (interpretation three), the word humiliation was quite startling to 

me and so I contacted the family to check if perhaps they meant humility (as this did 

seem to fit better with the tone of the sentence). Maaz was able to respectfully 

educate me as to why humiliation was exactly what they meant and why. This 

interaction may seem a simple one, but the poem was connected to the family’s 

faith. The family’s faith was central to their and their son’s meaning making about 

their experiences in palliative care, particularly regarding coping with pain. Aspects 

relating to faith are notoriously quite difficult to gain detailed information about, 

without such a clear lead in as the poem created. By checking and discussing poetry 
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after its creation, I was also able to add another layer of interpretation to data 

analysis.  

 

Traditional member-checking of interpretations (sending transcripts/findings and 

asking participants to verify if the representation of the account is accurate) is often 

recommended, as a way to verify the quality and accuracy of a researcher’s findings 

(Janes, Serrant and Sque, 2019). As discussed within the methodology stage, 

traditional member-checking was not carried out in this study for several reasons. 

Firstly, sending full transcripts to family participants did not seem ethically 

appropriate due to the migration and diagnosis trauma which was discussed in some 

interviews. However, the idea of ensuring a clear understanding of experiences had 

been achieved during interpretation was important to me and so poetry which had 

been written about participants was sent to them for feedback.  

 

Interestingly when initially sent out, replies were not received and when one poem 

was due to be used in a webinar, despite already having HCP participant consent, I 

felt an additional moral responsibility to check the participant would be happy for me 

to share it. The participant told me she had not read her poem, but nonetheless she 

trusted my interpretations and was happy for me to share it. Such dissonance was 

challenging to manage and quite unanticipated. However, it may have been related 

to the nature of the material sent out, i.e. poetic form which was unfamiliar, or 

perhaps the timeliness or personal circumstances of the participant. 

 

One methodological advantage of sharing the poems created, was that they were 

similar to providing an individual case summary to participants. This enabled me to 
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firstly give the idiographic level to participants without the potential distraction of the 

later cross-case analysis. However, in order to also provide a fuller picture and be 

inclusive to those who may find a poem hard to interpret, an end of study information 

sheet (Appendices 18 and 19) with the cross-case analysis was sent out alongside 

each individual poem. By sharing additional information later, participants had 

another opportunity to feedback if they felt their contributions and perspectives were 

not well reflected. In contacting the participants again in this way, it also helped me 

to address the dissonance I felt when initial feedback to the poetic material was not 

given. 

 

Upon sending out individual poems and end of study information together, the 

response was much more positive, however HCP Clara was uncontactable and had 

likely left her post, HCPs Marian and Sobia also did not respond and families Ahmed 

and Khatri were also uncontactable.  

 

HCP Rebecca responded positively to the summary sheet and was keen to link me 

to the interpreter group at her hospital to share my findings with them. I had already 

been in contact with this team, but Rebecca’s suggestion did highlight her 

understanding of the importance of addressing language and communication 

barriers. 

 

HCP Rida told me that she was “so happy to have had the privilege of participating in 

your study. It has been a pleasure working with you. Your summary looks really good 

and I am sure this work will go a long way in improving the care of forced migrant 

families”. She also detailed: “what a surprise for me to read the poem about my 
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experiences! I feel so honoured! Please convey my thanks to the advisory group 

member who so skilfully wrote it and since you asked, I have made just a few minor 

track changes”. The changes made by Rida are detailed in Appendix 11 and were 

important to ensure that her experiences were accurately reflected in the poem 

which may be used for dissemination purposes. 

 

HCP Flo was affirming and said that “the poems are real yet beautifully put together 

and the findings are interesting. I am glad there is hope for the families that arrive in 

the UK from such trauma and in need of advice and guidance whilst residing in their 

new home”. Similarly HCP Holly told me she found her poem “humbling and I hope 

so much that with the hard work and investment you have given to your cause, future 

families will benefit from a deeper insight and research-based approach to the 

unique and truly important values each individual family holds. Thank you so much 

and well done. This is amazing for you, for the profession and most importantly for 

our families…dignity, respect, understanding and kindness should always be part of 

the care we are so privilege to give and be a part of”. 

 

Family Tessa also responded very encouragingly:  

“We have read through your summary sheet and we are happy with 

everything you mentioned. We must admit, the poem is absolutely wonderful! 

I think it is well written and it clearly highlights our experiences with some of 

the nurses. Also, thank you for not making things very specific with our 

personal details and for keeping everything anonymous. My family and I, wish 

you all the best with the rest of your research and we hope this will have a 

positive outcome in the future of health care. Please keep us updated with the 

results and don't hesitate to contact us if you have any questions or queries”.  
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The dialogue described in this section with advisory group members and participants 

may be seen as an example of ‘hearing’ the ‘silences’ in this study, as they affected 

the analysis and interpretations offered. The Silences Dialogue section thus allowed 

further opportunities to value, respect and fully understand the collective voices of 

the study. Janes, Serrant and Sque (2019) discuss the importance of such cyclical 

data analysis as an invaluable strategy for preventing further silencing of participants 

and enriching the trustworthiness of the study.  

 

9:4 Conclusion to Stage Three 
 

 

In summary, Stage Three has detailed the data collection methods and IPA process 

followed, alongside ethical considerations for the study. Chapter Eight has discussed 

the findings by theme and setting and Chapter Nine - Silences Dialogue has focused 

upon the impact of advisory group and participant dialogue. Particularly impactful 

were aspects of poetry creation and participant feedback as detailed in the examples 

here. 
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Chapter 10 – Discussion 

10.0 Introduction to Stage Four – Working in Silences  
 

Stage Four of the Silences Framework offers an opportunity to present the 

discussion section of the study. Within this chapter, there will also be a dialogue 

around how the research aim and objectives were met and consideration of new 

‘silences’ which have emerged as a result of the study. Two tree figure images, 

created in conjunction with a youth advisory group member, are presented to 

illustrate the factors which hinder or optimise care from both family and HCP 

perspectives. Figure 23 details how Stage Four fits within the Silences Framework 

as a whole and which elements of the study are included herein. 

 

 

Figure 25 – Stage Four – Working with Silences 
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Stage Four offers a critical reflection on the contribution of this study to the current 

children’s palliative care literature and policy and considers how I and the collective 

voices of the study have impacted upon the research field. This stage concludes with 

a poem, which further aims to summarise the findings from this study. 
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10.1 Summary of study aim and research questions 
 

The aim of this study was to understand the care experiences of forced migrant 

families in the context of children’s palliative care. Research questions (outlined in 

Chapter 2:11) aligned to this aim. The discussion chapter is framed around the 

research questions; exploring and critiquing how they have (or have not) been 

addressed. 

 

10.2 The factors that optimise or hinder care from the perspective 
of forced migrant families 
 

The literature surrounding children’s palliative care highlights the importance of 

HCPs’ and family relationships (Brykczynska and Simons, 2011). Authors comment 

on the importance of continuity and consistency in relationships, to help parents 

cope with the uncertainties of palliative care disease and the complexities of care 

required (Heller and Solomon, 2005; Brimble et al, 2019).  

 

10.2.1 Building relationships 
 

Within this study families reported that long term relationships with HCPs were 

crucial to the provision of family centred, holistic and bespoke care and that it took 

time to develop rapport and trust. For forced migrant families, many of whom had 

experienced persecution in their country of origin, subsequent difficult migration 

journeys and UK community hostility, this continuity was crucial. Each family studied 

had experienced hostility since arriving in the UK. For Adiva, this centred around 
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poor treatment by the Home Office, whilst Hamza described the regime in Syria, 

fearing for his life and his hazardous 11-month journey to the UK. After Hamza and 

Khadija arrived in the UK, they experienced a safeguarding referral which 

commenced without an interpreter and left them feeling labelled and judged. Family 

Tessa experienced many micro-aggressions and described feeling alienated and 

discriminated against.  

 

 

10.2.2 Understanding migration trauma  
 

 

Family members described the need for HCPs to understand their migration and 

resettlement experiences in order to better empathise with them. Other scholars 

have stressed the importance of listening to migration experiences in order to 

establish trusting relationships (Kvarme et al, 2016; Green et al, 2018) and create 

better understanding of past traumas and current family context (Contro et al, 2010; 

Vukčević et al, 2016). Mechili et al, (2018) also describe the importance of gaining a 

better understanding and feeling for what refugees have experienced by ‘getting into 

refugees’ shoes’. Richard et al, (2019) further reiterate the importance of 

acknowledging refugee’s journeys by ‘getting to know them’ and offer mutual respect 

for them as people. However, such conversations may prove difficult and can be 

challenging for HCPs to pitch correctly, which can lead to avoidance. A further 

consideration of discussing migration experiences is the likelihood or fear of 

exacerbating trauma. The risk of re-traumatisation needs to be handled sensitively 

and with a trauma informed approach, which may be unfamiliar to some HCPs 



255 

 

(Wylie et al, 2018). The rationale for such conversations also needs to be explained 

clearly to families, so that they are pitched as supportive and informative for meeting 

health care needs rather than relating to any legal, visa or care entitlement (Dodds 

and Hunter, 2022).  

 

A ‘silence’ revealed through this study was the clear desire families had to share 

their individual migration and health journeys. One social worker noted after my 

interview with Family Ahmed that they had told me more about their previous 

experiences in our interview than in her two-year relationship with them. As well as 

the importance of sensitive communication, another consideration concerns the 

timing of such conversations. My experiences and those of other scholars working 

with forced migrants lead me to suggest that the sharing of migration journeys occur 

in the first few meetings to gather context and show caring concern, which Deps and 

Charlier (2020) cite as imperative to building trusting relationships.  

 

 

10.2.3 A humane approach to care  
 

 

Given the multifaceted nature of experiences for forced migrant families of 

persecution, difficult migration journeys, the feelings of bereavement associated with 

leaving much behind and with multiple challenges to receiving care for their sick 

children in the UK, it is unsurprising to see elements which optimised families care 

such as caring concern, FCC and the desire for kindness and a humane approach. 

Compassion, kindness, respect, empathy and attention to dignity are all 
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acknowledged to be important aspects in alleviating pain, disease management and 

relieving anxiety (Shea and Lionis, 2014; Debs and Charlier, 2020). Mechili et al 

(2018) found that how forced migrants were approached by HCPs was the most 

important element in defining their experiences of care. In many different European 

settings, the study team found that refugees expressed hope for HCPs to be friendly, 

respectful, have kind words and generate a feeling of acceptance (Mechili et al 

2018). Moreover, Bloomfield and Pegram (2015) found that active listening to 

refugee concerns, appropriate touch and showing care regarding their health 

concerns was significant. 

 
 

10.2.4 Reducing discrimination, labelling and stereotyping  
 

 

Many forced migrants experience discrimination and stereotyping both in healthcare 

and local community settings. Spencer and Thompson (2022) detail the problems 

faced by young forced migrants with acceptance, offering accounts of frequent 

bullying and exclusion. One participant was called a terrorist and another had to sit 

through a class discussion about what a drain on the NHS refugees were and how 

they were stealing care from deserving citizens. This labelling unfortunately was also 

present in teaching staff, one of whom appeared surprised when the young refugee 

knew what the internet was, let alone how to use it (Spencer and Thompson, 2022). 

Sampson and Gifford (2010) highlight the critical importance of a sense of belonging 

within acculturation experiences, with struggles to fit in having a notable effect on 

mental ill health.  
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Consideration of the migration trauma and ongoing difficulties often experienced by 

forced migrant families, may also explain the high impact of feeling cared for and 

when HCPs went the extra mile to support them (Turnbull, 2015). Often the elements 

described were subtle, such as smiling and greeting families, spending extra time 

with them and playing with their children and the value attached to the returning of 

calls and being accessible when needed. Interestingly, one study noted that while 

extra time is needed to care for refugee families the lack of insufficient time 

available, can lead to feelings of professional inadequacy (Dumit and Honein-

AbouHaidar, 2019).  

 

The families in my study noticed those HCPs who cared for them, after spending 

many hours particularly in hospital environments with little to do but watch. Families’ 

insightful recognition of the difficulty of nursing roles and the individual nature of 

caring relationships even when they were challenging, was surprising particularly 

given the language barriers. Families were aware when they were being shown 

caring concern and when this was lacking. HCPs’ body language, tone of voice and 

their authenticity within interactions appeared crucial interpersonal aspects (Brimble 

et al, 2019). Further to the use of non-verbal communication was the need for 

additional questioning and checking in on families to show HCP concern. Adiva felt 

that HCPs’ did not ‘check in’ on her and that a failure to regularly ask how she was 

resulted in her going without food during her two month stay in hospital.  Heller and 

Soloman (2005) describe the importance of good information flow when aiming to 

enhance communication between families and HCPs in children’s palliative care. 

They describe the need for regular updates and ‘checking in’ with families to build 

relationships and meet evolving needs. For forced migrant families in this study, 
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these regular check-ins often appeared to be missing, which may be due to 

communication barriers, or a perceived lack of shared interests/similarities with 

HCPs, which may make such encounters easier. However, by missing out on regular 

and integral check-ins, misinterpretations are more likely, as well as the potential for 

expectations of care to be left undiscussed and misunderstood by families.  

 

 

10.2.5 Engagement  
 

 

In order for families to receive family centred care, there is a need for engagement 

between families and HCPs on an emotional and social level (Allen, Scarinci and 

Hickson, 2018). Engagement between families and HCPs requires good information 

sharing, therapeutic relationship building, attentive listening and understanding of the 

often-complex individual experience of disease (Nilson, et al. 2012). A further aspect 

of family centred care is the need to enable and empower families to engage in care 

collaboratively (Serlachius et al, 2018). Forced migrant families in this study found 

that communication and language difficulties experienced were barriers to this 

element of family centred care. A further missing element was the engagement 

between HCPs with families and their children on an emotional and social level. 

Allen et al (2018) acknowledge that poor communication with families can be 

disempowering and be linked to feelings of confusion (Rudgeley, 2013), 

disengagement (Luckstead et al, 2015) and powerlessness (Offord, Turner and 

Cooper, 2006). They also recognised the need for experienced and knowledgeable 

HCPs to ensure effective FCC. For forced migrant families, the lack of awareness 
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HCPs had regarding their individual experiences and circumstances appeared 

detrimental to caring relationships. Equally, Hendricks-Ferguson et al (2015) 

describe the experiences of parents of children with cancer, with many facing 

‘coldness, contradictions and laissez faire attitudes’ (Davies & Connaughty, 2002; 

Hendricks-Ferguson, 2007). Such poor experiences between families and HCPs 

caused parents to feel abandoned and to question the accuracy of HCP’s 

information. Davies et al (2010) reinforce the notion of abandonment as a 

consequence of poor communication, as they state that less than optimal patterns of 

information sharing, due to cultural or communication difficulties can contribute to 

frustration, anger and sadness for families. 

 

 

10.2.6 Time  
 

 

Families in this study were aware of those HCPs who appeared focussed upon ‘the 

shift’, compared to those who invested in them and wanted to develop long-term 

relationships. Davies et al (2017) and Brimble et al (2019) found that parents 

appreciated HCPs who would take the time to be with them and get to know them. 

As well as featuring in empirical studies (Steele, 2002), journeying alongside families 

and a sense of shared history is a common theme in grey literature, such as The 

Together for Short Lives, (2016), video; “…making a real difference for families and 

accompanying them on their journey…for me, is where the reward is...” Consistency 

and reliability of HCPs and for Family Ahmed the relationship with their interpreter, 

were clearly important antecedents of their ability to trust and depend on HCPs. The 
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use of interpreters for more interactions and not just for medical consultations, was 

also seen as an optimising factor. However, the literature clearly describes the 

difficulties in accessing interpreters, in terms of financial implications to organisations 

but also the unavailability of suitable interpreters sometimes leading to deferred or 

rearranged care (Robertshaw, Dhesi and Jones, 2017). 

 

 

10.2.7 Social isolation  
 

 

The literature around the social isolation of refugees in the UK is stark. Loneliness is 

linked to poor mental ill health and forced migrants facing stressors around the plight 

of family members in the country of origin. Alongside an ongoing lack of social and 

physical support (Gleeson et al 2020), a particular issue when individuals are used to 

being part of an extended family. A further contributing factor to forced migrant 

family’s social isolation and loneliness are the language and communication barriers, 

which make even simple interactions difficult (Refugee Action, 2017). The lack of 

social support and its negative impact upon families described in this study was 

illuminating but unsurprising, particularly with the additional complexity of the 

coronavirus pandemic. For forced migrant families, the pandemic meant many HCPs 

were redeployed elsewhere and the support available for families was reduced or 

stopped altogether. The absence of social support for forced migrant families may 

differ to that available for established black ethnic minority families in palliative care, 

who are reported to often have additional family and faith or community support 

(Panagiotis et al, 2018). The differences in social support between these two groups 
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of families with ethnically diverse backgrounds may have created confusion for 

HCPs and an additional ‘silencing’ or lack of understanding of the desperate need for 

additional support which forced migrant families in this study described. 

 

The burdens that families endured when receiving palliative care for their children, 

were eased by normality, such as school life and the utilisation of less clinical areas 

when possible. Rest and appropriate respite for families were also seen as 

beneficial. However, the responsibility, duty and intense love parents had for their 

children needed to be balanced with trusting HCPs to care for their children as they 

would at home. Kvarme et al (2016) discusses the hypervigilance that parents often 

experience in CPC, with a feeling of being on duty 24 hours a day. For forced 

migrant families, this may be compounded by a lack of support and the precious 

nature of their children which within this study, saw all three families uproot their lives 

at great personal cost, to better meet their children’s needs.  

 

 

10.2.8 Understanding and responding to family beliefs  
 

 

Whilst individualised care was valued by all the participants, the link between cultural 

practices and health beliefs was not always understood by HCPs. De Haan, Nabirye 

and Gould, (2020) note that the presence of different cultural practices can influence 

health practices. Rosenberg et al (2019) observe that the family structure and roles 

within it can govern healthcare interactions and decision-making processes. Within 

this study, cultural norms and gender roles made a significant impact for Family 
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Khatri. Whilst for Family Ahmed and Family Tessa their religious beliefs were an 

intrinsic part of their understanding of the world and thus influenced all aspects of 

their lifeworld including their health views. Fowler (2009) argues that, whilst nursing 

texts indicate that cultural sensitivity is essential within our interactions, our 

understanding of the implications of aspects like religion for individual families are 

still limited. More recent work by Harrad et al (2019) describes nurses as having 

limited education on spiritual care and showing a lack of skill and confidence when 

providing spiritual care. Timmins (2017) highlights the challenges to providing 

spiritual care, as nurses’ need to communicate and assess the spiritual needs of 

families by being self-aware and open to different levels of dialogue. 

 

The lack of education of HCPs around faith and religion is emphasised by Fowler 

(2009) who states that for those with a strong faith, religious obedience is intentional 

and ‘faith is a matter of life and breath’ (p391). Fowler (2009) describes faith as the 

way in which a person may understand and live life, with religious belief often 

forming the motive and meaning of life. Religious belief appears to become 

embedded within an individual’s core identity and thus provides the fundamental 

basis for relationships with others and society. As such, it is unsurprising that when 

spiritual needs go unmet, spiritual distress may result. Spiritual distress has been 

defined as the inability to understand the meaning of life and a difficulty in connecting 

with self, others, or beliefs (Timmins and Caldeira, 2017).  

 

A key contribution of this study surrounds the uncovering of a ‘silence’ within the 

provision and understanding of spiritual care to families and the way terminology 

impacts upon care. Family Tessa’s Muslim faith was of paramount importance. 
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However, they discussed how their spiritual needs were often not valued and 

frequently dismissed or de-prioritised by HCPs. Their nurse, Holly, described nurses 

interrupting prayer and a general lack of understanding around the family’s desire to 

allow their son Sohail to practice and live out his faith, particularly towards the end of 

his life. When examining the literature, it became apparent that some of the 

problems I identified around faith may relate to how such aspects are commonly 

termed. For instance, in much of the literature, ‘myths’ surrounding barriers to 

accessing palliative care are detailed. One such ‘myth’ around opioid use is 

described as a perception by ethnically diverse families that “suffering makes you 

stronger” (de Haan, Nabirye and Gould, 2020; p168). By using the word myth rather 

than belief, the language used indicates to HCPs that beliefs about opiates are a 

falsity which needs to be dispelled, rather than a religious belief to be respected and 

understood. Challenges around understanding religious belief and enduring pain are 

thus evident, as the link between suffering, strength and eternal favour is detailed in 

many religions including Christianity, Islam, Buddhism and Hinduism (Kemp, 2005). 

Following my new understanding regarding the importance of language and 

terminology, I reviewed and amended my initial literature review and background 

sections to ensure I reflected the importance of appropriate and non-judgemental 

terminology. 

 

Further elements of misunderstanding and minimising of family’s beliefs were seen 

surrounding truth telling and hope. Whilst many HCPs embrace family centred care, 

a workshop of experts in CPC discussed that FCC became difficult when there was 

conflict or if family decision-making processes felt ‘foreign’ (Rosenberg, et al 2019). 

Kaye et al (2020) describe the conflict between parent hope and disease acceptance 
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as a ‘pendulum oscillating between antithetical states of awareness’. Rising (2017) 

discusses the moral distress which may be experienced by HCPs when they 

perceive nondisclosure or withholding of information, whilst Musto and Rodney 

(2018) assert the importance of context when considering moral distress. However, 

Kaye et al (2020) challenge the assumption that hope and realism are opposing 

spaces and suggest that HCPs need to avoid assumptions that conflate hope as 

misinterpretation or denial. Rosenberg et al (2019) articulates the need for HCPs to 

sit with conflict and suggests that perhaps culturally sensitive palliative care 

necessitates the need to “be more comfortable with messy” (p849). Repenshek, 

(2009) concurs stating that what has always been considered moral distress may in 

fact be a difficulty in sitting with the discomfort moral subjectivity brings. Vlachou, 

(2017) further elaborates on this by suggesting: 

 

“We must listen better, look better and not classify, simply and hastily, a 

person who feels afraid as an ignorant person. In this process, we must also 

recognise the humanity of those who are worried and uncomfortable with 

seeing the world around them change. We must also recognise differences, 

not only as factors that enrich our lives, but also as factors that separate us 

and create tension. Knowledge, dialogue, tolerance, life in common, in 

general, are a daily exercise, an exercise in culture” (Vlachou, 2017, p10). 

 

 

The difficulties surrounding truth-telling and hope described in this study, may be 

seen as tensions and often derived from situations where there were no clear 

answers. Rosenberg et al, (2019) debated that when such differences feel hard to 

navigate for HCPs, there are often implicit or explicit biases and corresponding 

assumptions present, which can exacerbate already tense relationships. Often 

parents can sense HCPs’ discomfort, distrust or disbelieving perspectives and may 
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thus respond defensively, which may result in further labelling of families as difficult. 

Holly, within this study, eloquently discussed this as: 

 

“I think there’s a wariness often, people don’t want to understand, or they’re 

too frightened to ask so they’ll be brazen and they’ll hide behind it by being … 

a little bit callous maybe and… when people are finding it challenging and 

difficult and perhaps the family are being a little bit forthright, in expressing 

what their wishes and desires are, people become more intolerant and less 

tolerant in meeting those needs” (Holly 28:120-1). 

 

 

Rosenberg et al (2019) rationalises that such disparities may magnify over time and 

only serve to increase differences in care delivery. Parsons and Darlington (2020) 

concur, as they describe increasing prevalence of conflict in paediatric healthcare 

settings which is damaging to patients, families, resources and HCPs. They define 

many examples of conflict between parents and HCPs relating to EoL care, best 

interests, trust, suffering and spirituality.  

 

Himelstein et al. (2004) describe spiritual assessments as vital within paediatric 

palliative care. Such assessments can offer crucial information regarding children 

and families belief systems about the meaning of life, particularly surrounding hopes, 

values and the role of prayer and faith practices. Himelstein et al (2004) 

recommends sensitive discussions around past experiences and trauma, to help 

determine children’s views of what occurs following death both physically and 

metaphysically. Subsequently, the use of gentle conversations around pain and 

suffering, were seen to help facilitate appropriate spiritual care and early involvement 

of chaplaincy or faith leaders as needed (Whitman, 2007; Thrane, 2010).  
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10.2.9 Difficulties navigating systems and accessing care and 
resources  
 

Final elements, which appeared to hinder the care forced migrant families received, 

were detailed in a lack of access to services, inappropriate housing, inadequate 

financial support and a lack of healthcare literacy. Such aspects were also reiterated 

by HCPs and so these will be detailed in answering research question three. 

 

 

10.2.10 Cultural Humility in relationships  
 

A further contribution of this study is the emphasised need for a Cultural Humility 

stance in relationships, this philosophy has been discussed in numerous ways 

throughout this study. However, when considering the vast need of forced migrant 

families in palliative care and the unique elements of individual need, it appears of 

paramount importance to providing high quality care. A benefit to the wider use of 

this model is the opportunity to improve self-awareness and offer families a more 

open-minded lens to care. The ability to value individual family beliefs and recognise 

often deeply ingrained personal beliefs and values which may conflict or damage 

relationships, appears crucial to reconciliation and collaborative palliative care 

(Rising, 2017; Alden et al, 2018).  

 

Many of the aspects raised by families in this study relate to the need for 

compassionate, family centred care which considers individual needs and belief 

systems alongside the experiences of trauma through both forced migration and 

palliation. Forced migrant families expressed the need for HCPs to understand their 
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lack of social support, their struggles to understand and access healthcare systems, 

the discrimination and hostility faced and the parental burdens and uncertainties of 

palliative care crisis.  

 

 

10.2.11 Elements of care combined and illustrated in tree figures 

  
 

The elements of care described by participants have been drawn together and 

illustrated by a youth advisory group member, in Figure 26 (and for HCPs in Figure 

27). These two tree figures, were developed to both integrate the creative 

approaches used throughout this study and to bring to life using imagery, a 

memorable diagram for educative and dissemination purposes. Through the 

identification and dissemination of both factors which optimise and hinder care for 

forced migrant families, the findings of this study may be used to provide health care 

professionals and services, with insights into how they can improve care.



268 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Figure 26 – The tree model to illuminate factors seen as optimising or hindering to care, from forced 
migrant family’s perspectives
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10.3 Representing the voices of forced migrant children and their 
families in research  
 

Research question two concerned a consideration of how the voices of forced 

migrant children and their families could be best reflected and represented in 

research concerning their experiences. One answer to this question is the continued 

and sustained collaboration with advisory group expertise during research studies. 

Advisory group input into this study has been extremely valuable in helping to shape, 

understand and respond appropriately to research findings. Ziersch et al, (2019) 

concur stating that a central aspect of research with forced migrant communities is 

that of close community collaboration to ensure validity. Advisory group collaboration 

also helped me to reconcile my interpretations, whilst bringing the voices of forced 

migrant families to the forefront of my analysis. Without the advisory group’s 

expertise, forced migrant families would not have been represented as appropriately 

or sensitively and I have learnt a huge amount from the included advisory groups 

and the families themselves in terms of how they wish to be heard and seen. The 

use of a Cultural Humility stance within research interactions has further enhanced 

my learning and helped to foster rapport and trust with forced migrant families 

(Yeager and Bauer-Wu, 2013). 

 

When I first contemplated this study topic, academic colleagues were concerned 

about how I would engage with forced migrant families and if we would be able to 

understand each other enough to have meaningful research dialogue. I began to 

think about ways to help build rapport and offer different options for expression, 

particularly considering the likely language barriers.  
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10.3.1 Evaluating draw and talk methodology  
 

The use of a draw and talk methodology has been beneficial by giving a focus to 

discussions (Cope, Jones and Hendricks, 2015) and offering siblings additional ways 

to communicate (Neilson, 2019). Draw and talk methodology was further seen to 

enhance a sense of shared ‘community’ in the research interaction (Søndergaard 

and Reventlow, 2019) with HCP participants. The lack of forced migrant engagement 

in creative techniques may relate to the limitation of online interviewing for one family 

and possible embarrassment or lack of understanding of the technique by the other 

two families. Further, Boden, Larkin and Iyer (2019) detail the importance of how the 

invitation to draw is given to participants and whether the type of image is detailed, 

with significance to the level of prompts used. Upon reflection, I did not give very 

much detail on what or how I wanted participants to draw, as I did not want to appear 

too pushy or to guide them too rigidly. However, in hindsight more time devoted to 

this aspect may have been beneficial. 

 

Researchers have also debated whether visual methods really do generate more 

knowledge and information (Bagnoli, 2009). Further debate surrounds whether it is 

possible to integrate data collected from various methods (Mason, 2006). As the 

draw and talk method was additional to interview data, this was an area of 

consideration. Within this study, any drawings produced were used as 

complementary data and so set alongside written quotations, however further 

exploration may be needed if larger quantities of pictures were generated to ensure 

adequate exploration and use.  
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After conducting this study, I now have much more confidence in using the draw and 

talk technique and in the explanation of it, which will be helpful for future research. 

Meeting families more than once would help to build rapport and trust which may 

also link to a better uptake (Ziersch et al, 2019). It also seems important to mention 

that this method was always intended to be optional and flexible, to respect the 

wishes of participants and not be too forceful in the approach.  

 

 

10.3.2 Evaluating poetic approaches  
 

Another creative method used was poetry. My initial hope was that participants 

would create their own poetry of their experiences and talk me through their writings 

to further illuminate their meaning making. For the HCP participants, this task 

appeared too time consuming. Whilst many liked the idea, it was clear they did not 

know where to start and, despite offers of help, they perhaps felt too out of their 

depth to partake. I would thus be interested in developing future research which 

would incorporate and help participants to explore the techniques for writing poetry 

with additional guidance, as I think this might really enhance its use.  

 

Two families did not partake in the poetic approach and similarly, this may be due to 

a lack of time or confidence in technique. One family, however, offered me a huge 

learning opportunity in the use of creative approaches as we were able to discuss 

family photographs, videos and a poem they had written for their son following his 

death. This was the last family interview I conducted and I think my confidence had 

increased as well as my ability to develop rapport. I was able to communicate with 



272 

 

this family more freely, which was extremely beneficial, as they were happy to send 

emails and conduct a second interview to ensure I fully understood the video, photo 

and poetic medium they had provided. The learning I gained from working with this 

family was vast, as it helped me to further appreciate the power of a Cultural Humility 

stance in research interactions, as well as the benefits of giving more choice to the 

family in terms of how they wanted to tell their story.  

 

 

10.3.3 Family photographs and video footage  
 

 

The use of family photographs and video footage as a medium or as artefacts for 

discussion, was a new concept to me but they worked well at bringing out additional 

meanings and understandings. The photographs and videos Family Tessa showed 

me helped them to remember events vividly and recount memories and experiences 

with many details. Interestingly, much of the literature on the use of photographs in 

research with migrant communities involves participants taking and then explaining 

photographs (Fassetta, 2016; Oliveira and Vearey, 2017), rather than the use of 

treasured photographs as artefacts to discuss, as was the case here. Ziersch et al, 

(2019) detail the importance of research methods which allow forced migrant 

participants to ‘lead’ the direction of their responses rather than following a pre-

determined schedule. Such approaches like the one used with family Tessa, are 

thought to empower participants and allow them to offer broader contexts not 

conceived by the researcher. Subsequently more research on this topic may be 

illuminating to evaluate use and relevance, particularly in relation to researching the 
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experiences of forced migrants or other sensitive populations who may struggle to 

express themselves through interview alone. 

 

 

10.3.4 Additional benefits to creative methodology  
 

 

A further benefit to the use of creative methodology, was an additional way to seeing 

and understanding migration experiences, which was advocated by family 

participants. Much of the literature surrounding the use of creative medium such as 

the arts and poetry suggests benefits for HCPs. Jones, Kumagai and Kittendorf 

(2019) explains the use of the arts within HCP education, may enhance empathy and 

perspectives as well as an openness to ‘otherness’, whilst also stimulating reflection 

on self, others and the world. McBain et al (2015) state that teaching the art of 

communicating at end of life is particularly challenging for HCPs and offering creative 

media to reflect and learn from can be advantageous.  

 

Family participants in this study described the need for HCPs to learn from their (and 

others) stories and experiences. Crawford and Baker (2009) describe stories as 

having the power to awaken HCPs observation and communication skills. They 

detail the power of subtleties and the sub-text of perception, which encourages 

questioning and a consideration of different perspectives from a truly human 

perspective. Such benefits are particularly important herein, when considering 

dissemination of research findings and future teaching strategies. A further 

consideration of the use of creative medium may be the potential to add a new 
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dialogue to the current negative media lens surrounding forced migrants. Poems 

such as ‘Notes on my Native Land’ by David Lazarus (Appendix 20) discuss the 

benefits of a multicultural society as a kaleidoscope and tapestry of diverse heritage. 

By offering a conflicting and positive message regarding migration a shift in stigma, 

labelling and stereotyping may also develop (Danilova, 2014). 

 

Subsequently, when looking to answer question two, giving families the choice of 

approaches was essential, as it allowed more control to be handed over to 

participants and a meeting of individual need and preference. Pragmatically, a 

meeting with a prospective family, to get to know them before an interview might also 

help to facilitate rapport, alongside explanation of potential creative approaches. 

Additionally, involving multi-cultural agencies, artists and community members may 

be advantageous and help with researcher confidence and growing of skill sets 

(Vlachou, 2017). 

 

 

10.4 Children’s palliative care professionals’ beliefs about factors 
that optimise or hinder care  

 

Research question three required an exploration of the factors which optimise or 

hinder care from HCPs perspectives, this study was based around three families. 

HCPs who were involved in the family’s care were interviewed to highlight their 

differing perspectives and offer insights into these care giving roles. 
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10.4.1 Access barriers and the challenges of multidisciplinary 
working  

  

 

At present, there is little research to inform care regarding ethnically diverse family 

and palliative care workforce experiences. However, problems with access to services 

and funding are a common problem in the literature surrounding refugee health (Sime, 

2014; Castañeda et al, 2015). Much of the literature surrounding forced migrants 

documents the challenges of understanding and accessing healthcare, particularly 

surrounding the need to understand complex systems (Nellums et al, 2018). For 

families in this study, much of this complexity came from poor understanding of 

entitlement and eligibility. Spencer and Thompson (2022) recognised such issues for 

forced migrant families, with many describing the NHS as being too complicated and 

difficult to understand. Further challenges in access and resource came from the 

different professionals and organisations involved in their children’s care. This is a 

common issue in children’s palliative care, where the medical complexity of children’s 

conditions frequently require multiple specialists to work together to care for the child 

(Aidoo and Rajapakse, 2019). For example, this may include cardiac speciality, renal 

departments and the paediatric intensive care unit to work together during episodes of 

severe crisis. However, it may also relate to outpatient, charity sectors and social care 

as orthopaedics, therapies, special schools, hospice and the child’s GP work together 

to care for the child. Subsequently, such multidisciplinary and multiagency working 

can be challenging for staff and families to navigate. For forced migrant families, this 

is compounded by language and communication difficulties, a lack of understanding of 

roles and responsibilities and how best to contact professionals, as well as missing 

extended family to help make sense of things with (Spencer and Thompson, 2022). 
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Hendricks-Ferguson et al, (2015) discuss the importance of multidisciplinary team 

working to offer support, expertise, role modelling and provide invaluable insights 

during challenging cases. Multidisciplinary working appeared to offer a sense of 

comfort for HCPs’ in knowing support was available when needed. Within children’s 

palliative care, regional networks have been developed by Together for Short Lives, 

with such aims in mind, however their remit is currently underutilised, with most 

networks run voluntarily and many clinical staff unable to attend meetings due to 

clinical demand. 

 

By interviewing several HCPs in the care of one family, a more detailed representation 

of the complexity experienced when multidisciplinary and multiagency organisations 

are needed was shown by Family Khatri. The different narratives of the social worker, 

special school and mother were illuminating, as they emphasised how 

misunderstandings and misinterpretations took shape and the frustrations each 

experienced. This case study may thus prove beneficial in helping HCPs to see 

differing perspectives as experienced in different settings and from different 

viewpoints. 

 

A further aspect of difficulty in access was explored within Family Tessa’s experience, 

as they could not access hospice care when needed.  In a study by Dixon et al (2015), 

concerns were discussed in relation to limited hospice capacity. A further 

consideration was debated in the medically led aspects to hospice care, in which the 

psychosocial needs of the family may not be given sufficient consideration. The 

concept of hospice for forced migrant families is often detailed as being a difficult one 

to accept, with links to death and treatment failure (Dixon et al 2015; Pentaris et al, 
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2018). For families in this study, the lack of social support meant that hospice care 

was welcomed and embraced, when it was explained well and explored gently 

through information and informal visits. The prioritisation of forced migrant families to 

receive access to hospice care would thus be strongly advocated with a further 

research exploration of the barriers which may exist for such families. 

 

Considering the access barriers for forced migrant families, HCPs in this study 

emphasised the brevity of such difficulties and thus the need for additional time and 

understanding of resource constraints and working with interpreters to fully support 

families. The additional time needed was also linked to relationship building and 

ensuring care was individual rather than protocol led, which was felt to hinder care. 

However, additional time allowances did not seem to translate to workload allocations, 

staffing levels or working conditions for individuals. Such acknowledgement links to 

another element which appeared to hinder care from HCP’s perspectives.  

 

 

 

10.4.2 Difficult working environments and subsequent HCP burnout 
experiences  
 

 

Many HCPs in this study, discussed high workloads, poor staffing levels and gave 

examples of themselves or others experiencing burnout. Pentaris et al (2018) states 

that even when palliative care services became overwhelmed, HCPs desire to help 

children and families can see them acting outside of their normal remits, with 
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associated additional pressure and stress. Further, inadequate specialist knowledge 

or expertise can also make responding to complex family needs more difficult 

(Hendricks-Ferguson et al, 2015). Participants in the study by Patraris et al (2018) 

shared accounts of occasions when the expectations (e.g., provision of 

social/emotional support) and needs (e.g., respite care, services at home and in the 

community) exceeded the organisation’s resources and capacity to respond because 

of insufficient staff. A consideration of workload implications with policy makers and 

commissioners to ensure implementation of additional time and resource in children’s 

palliative care services, specifically for forced migrant families, would thus be 

advantageous and may fit well with the creation of a policy briefing on this study’s 

findings. 

 

Ling, Petrakis and Olver (2021) discuss how poor working environments within 

healthcare, can make it hard for HCPs to focus on another’s suffering and respond to 

their individual need. Batson (2017) discussed the concept of empathetic distress and 

how many HCPs became distressed by another’s distress, resulting in a negative, 

self-focused cycle rather than a focus upon those who require care. Further literature 

indicates that compassion, which focusses on the other’s wellbeing, is a positive state 

of mind (Klimecki et al., 2013; Nelson et al., 2016). The wish for the other to be free 

from suffering is thus seen as protective against empathic distress, with 

compassionate approaches leading to feelings of affiliation, care and reward for HCPs 

(Preckel et al., 2018). Conversely Nolte et al (2017) found that complex demands from 

overstretched healthcare systems placed extraordinary stress on HCPs, this affected 

their ability to care for others, leading to compassion fatigue (a state of exhaustion 

which limits the ability to care), burnout and attrition from the profession. 
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10.4.3 Entitlement to healthcare, racism and discrimination  
 

Some of the elements raised in this study related to entitlement to healthcare and the 

alienation and discrimination families experienced in care settings. The literature 

reiterates that negative reactions to difference and othering of people from diverse 

cultures often leads to clashes, ethnocentrism, discrimination and stereotyping in 

healthcare due to the conceptualisation of difference (Almutairi, Adlan and Nasim, 

2017; Moorley and West, 2022). Such issues in palliative care have been debated by 

Hussain, Koffman and Bajwah, (2021) who suggest that the disparities in access, 

quality and outcomes of care for ethnically diverse patients may pertain to a dominant 

view of such communities as being ‘hard to reach’ or ‘underserved’. Such a view can 

reflect an assimilationist perspective to HCPs, in which racial and/or ethnic groups are 

seen as “deficient, lacking or inferior and in need of services which will enrich their 

behaviour” (Hussain, Koffman and Bajwah, 2021, p811). It is suggested that whilst 

using phrases like ‘hard to reach’ may be well intentioned, they come from an 

assumption that the dominant ethnicity represents the gold standard (Hussain, 

Koffman and Bajwah, 2021).  

 

Within this study, Family Ahmed and HCP Marian detailed incidents of safeguarding 

referrals that whilst well intentioned, were rushed and without appropriate 

interpretation of both the events or language support, to allow families voices to be 

heard and understood. The cases detailed appeared to be based upon assumption 

and negative views of forced migrant parenting, alongside unfamiliar behaviours such 

as different responses to grief. A lack of awareness was apparent in the cases 

described, but elements of discriminatory response cannot be overruled. Moorley and 

West (2022) describe a contributing factor to racism in healthcare is seen in the 
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dominance of whiteness in current nursing curriculum, which does not reflect the 

multicultural nature of society. Almutairi, Adlan and Nasim (2017) found that cultural 

competence was affected by nurse’s age, level of experience and country of birth, as 

these factors were seen to influence their perceptions. Almutairi, Adlan and Nasim, 

(2017) discussed that gaining cultural awareness thus appears to require exposure to 

patients from various backgrounds in order to gain the associated cultural knowledge. 

Many scholars concur and suggest increased contact with those of different ethnic 

and racial groups can help improve implicit bias (McBide, 2015; Dobbin and Kalev, 

2018; Hussain, Koffman and Bajwah, 2021). For HCPs this may link to receiving 

education from those with lived experience and/or partaking in electives either online 

(Hyett et al, 2018) or by caring for multicultural communities in different parts of the 

UK or overseas (Sjögren Forss, Persson and Borglin, 2019).  

 

 

10.4.4 Link workers and peer support for families  
 

 

A further element which may optimise care, was the use of link workers and peer 

support for families. The use of workers of similar cultural backgrounds or peers with 

similar experiences was advocated by HCPs as a method to provide support but also 

appropriate understanding, knowledge and meeting of language/communication 

needs (Spencer and Thompson, 2022). Such an approach may also help to create a 

more diverse workforce, which is recognised as a strategy to help tackle racism and 

promote inclusion (Calanzani et al, 2013; Lee, Sulaiman-Hill and Thompson, 2014; 
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Hussain, Koffman and Bajwah, 2021). However, a further element to consider when 

aiming to improve cultural sensitivity is that of moral reasoning.  

 

10.4.5 Moral reasoning  
 

 

Within this study, elements of burnout were discussed by HCPs but there were also 

elements of indifference and pragmatic acceptance of substandard care, which were 

hard to untangle but suggestive of disillusionment and emotional blunting. A study by 

Backlund and Olausson (2021) discuss the concerning long-term effects of intense 

human suffering on nursing staff. Similarly, in Griffiths et al (2003) nurses felt 

inadequately trained to deal with the trauma-related, environmental and role-related 

stressors that they encountered. HCPs in this study were potentially exposed to 

vicarious trauma from both children’s palliative care and migration trauma. 

 

Markey (2020) discusses disengagement strategies used by HCPs when caring for 

ethnically diverse patients and suggests that HCPs may take painstaking measures to 

rationalise insensitive care. An inability to challenge moral behaviour and poor care, 

places HCPs at risk of becoming detached and ineffective (Hunsaker et al, 2015). 

Markey (2020) discusses the development of moral reasoning as a process of 

discerning right or wrong ethical action. She ascertains that through using a model 

such as Rest and Narvaez, (1989) to explore actions and omissions, HCPs may 

become empowered and able to commit and take courage in providing quality care 

and challenging associated social injustice (Moorley and West, 2022).  
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10.4.6 Two-way education  
 

 

One further aspect which appeared to enhance care for families and the experiences 

of HCPs, was a two-way education between families and HCPs. Two of the HCP 

participants discussed the learning that they had gained from forced migrant families 

and how this had enhanced their practice. All families in the study discussed the value 

of educating HCPs and how their experiences could contribute to this. Therefore, one 

contribution from this study may come in the use of family case studies within 

research and education, to prompt debate and discussion and provide real-life 

scenarios to work within. Further, the creative approaches used within this study have 

allowed new perspectives and ways of understanding forced migrant family’s 

experiences to emerge. The flexibility and variety of creative approaches used have 

thus enabled the development of a toolkit of approaches to enhance research 

dissemination and future education of HCPs in an empathetic way. 
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10.4.7 Summary and tree model  
 

 

Many of the aspects raised by HCPs linked to structural deficiencies particularly in 

terms of lack of access to services and resource offered to families. HCPs working 

with forced migrant families face many barriers to facilitating high-quality care, 

including limited means of communicating and understanding individual family need, 

which is compounded by infrequent access to interpreters. HCPs are working in time 

limited and often protocol or documentation focussed organisations. These 

organisations often do not facilitate the additional time needed to support forced 

migrant families and work across MDT and multi-agencies. Furthermore, HCPs 

appear to have little in the way of training or education to help them empathise with 

migration trauma or facilitate their work with ethnically diverse families. Such 

education could enhance understanding and limit the divergence in belief systems 

detailed by family participants. Further to this, HCPs are working at reduced capacity 

and face staffing shortages in all the settings explored. The detailing of burnout and 

empathetic distress is thus unsurprising, but needs to be tackled to ensure retention 

and sustainability of the CPC workforce. All the elements discussed here are 

summarised in Figure 27. 
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Figure 27 – The tree model to illuminate factors seen as optimising or hindering to care, from HCPs’ 
perspectives
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10.5 Study Limitations  
 

The initial design of my study centred around forced migrant family participants, with 

the idea that I would interview those HCPs who they considered important to them, 

to gain a clearer picture of the care provided from different perspectives. During the 

pandemic, this became extremely challenging, as I could not visit the study sites to 

aid this process as originally planned. As such, two HCP participants Rebecca and 

Rida, did not link directly to a family in the study. This was because a family had to 

withdraw from the study following serious parental illness after interviews with two 

associated HCPs had already taken place. Subsequently, whilst Rebecca and Rida 

offered interesting observations, these were not as specific and thus were less of a 

focus within the analysis, than the HCPs related directly to the three families 

included. A further limitation was also created when a medical participant who had 

agreed to participate was unable to contribute. 

 

A further complication of the pandemic to this study was the difficulty of employing 

creative methods face to face for some of the participants, due to restrictions at the 

time and family reticence to meet in person because of the risks to their 

child/children. The inability to meet in person may have also impacted upon the 

quality of rapport I was able to build and the ability to interpret body language which 

was much more difficult online than in person. Additionally, due to the complex 

nature of the palliative diagnoses of the children included in this study, I was unable 

to interview the three children whose families I engaged with. I was, however, able to 

interview two siblings who shared some of their experiences with me. The pandemic 

and associated social distancing rules rendered my initial plans of working with the 
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family’s usual care teams to try to connect with the disabled children in this study 

unfeasible. I had hoped to offer sensory based artistic approaches face to face and 

continue to believe that such techniques offer possibilities for understanding 

children’s experiences in future research.  

 

Inevitably, two interviews with forced migrant families were carried out with the aid of 

interpreters. The additional voice of the interpreter and issues of interpretation for the 

family in terms of expressing their thoughts in their native language and then back 

into English added additional challenges to data analysis. This may also explain 

some of the hesitancy particularly in Family Khatri’s interview. A further missing 

‘voice’ from this study is that of the interpreters who aided each of the families within 

their healthcare encounters. I had hoped to interview the interpreter, who was 

described so favourably by Family Ahmed, but this just was not feasible. In order not 

to miss the important perspectives of children with health conditions, medics and 

healthcare interpreters, I added representation via the collective voices of the study 

as advocated by Serrant-Green (2011).  Details of discussions with a hospital-based 

interpreter service, are detailed in Appendix 21 and their guidance is included within 

the practice recommendations chapter 11.4.1.  
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10.5.1 Complementary approaches  
 

 

Finally, this study used a number of approaches which were complementary and 

helped to further illuminate the silences in this study. However, this also had an 

impact on time and resources and did at times overly dictate and complicate the 

study. The Venn diagram detailed in Figure 28 was created to show the inter-

connections of approaches used. A thorough understanding of each approach was 

necessary to understand and take forward the benefits of utilisation in this study. The 

combination of congruent methodology, methods and philosophy would thus be 

advocated to other researchers considering researching sensitive areas such as this, 

but with consideration of number and intersectional complexity too. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Figure 28 – Venn diagram to show the relationship between 
Cultural Humility, IPA , the Silences Framework and creative 
methods in this study 
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10.5.2 Critique of Interpretative Phenomenological Analysis  
 

IPA has many limitations and within this study the steps involved in analysis were 

initially appealing as they gave structure and guidance to follow. However, they were 

also restrictive and extremely time consuming. A sense of being overwhelmed by the 

processes involved in creating themes, was also expressed by IPA researchers in 

the study by Wagstaff et al (2014) who compared it to “drowning in a deep bowl of 

spaghetti” (p8). Nolan (2011) also described feeling hampered by the structure of 

IPA which she initially craved. She described moving further away from participant 

accounts as she tried to ‘herd’ her findings into themes. The benefit of reporting on 

individual case studies was thus advocated (Nolan, 2011).  

 

Whilst it is clear that IPA can help with the creation of rich data and what Van Manen 

(1990) describe as thoughtfulness, in gathering other people’s experiences to “allow 

us to become more experienced ourselves” (p62). There are researchers who are 

dubious as to the existence of unique IPA features (Nolan, 2011). Following this 

study, I too wonder if despite some of the benefits articulated in the literature, I may 

have gathered a similar quality and depth of data from a reflexive thematic analysis 

approach. 

 

A further aspect which is not always discussed in the literature around selection of 

methodology is researcher confidence. IPA offered a very good starting board, with 

clear boundaries to work within. When creating new research expertise this was 

helpful and at times comforting, but also gave a platform for further ideas and how 

they might be elaborated within differing methodological styles and frameworks for 

the future. 
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10.6 Advisory group support with the creation of recommendations 
 

 

A further method of valuing advisory group expertise was the utilisation of the ‘What 

did I hear?’ method from Krishnasamy, (2022). This work comes from an awareness 

of the importance of co-creation of new knowledge in health research with advisory 

group members. Co-creation aims to move ‘beyond ivory towers’ and deliver 

dynamic partnerships with the potential for increased relevance, sensitivity and 

impact of research (Greenhalgh, et al 2016; Redman et al, 2021). Krishnasamy 

described a method for presenting initial research findings to advisory group 

members to seek their interpretations and look at recommendations collaboratively 

to enhance applicability. She used a slide set which starts with ‘what did we hear?’ 

and presents the current state of experience (research findings) as well as 

participants’ ideas for an ideal future or improvements needed in care. I used this 

framework to create the slides detailed in Figure 29. 
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Figure 29 – Slides to show research findings from family and HCP 
perspectives to advisory group members 
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The advisory groups who have collaborated throughout this study included; BARA, 

YPAG, Parent champions, TfSL ethnically diverse support group leaders and 

Palliative Care network HCP specialists, and an interpreter group. All groups were 

asked to share their thoughts on how the findings might translate to 

recommendations for practice and research by being asked, ‘what do you think 

needs to happen next and why?’.  

 

Discussing my findings with advisory group members was an interesting experience 

and offered me many practical solutions to my interpretations and in implementing 

my findings. The value of education was prioritised by all groups. In terms of 

implementing education into practice, the idea of including faith communities, 

refugee charities and the importance of lived experiences/case studies into teaching 

was discussed. The YPAG members felt such training should be mandatory for all 

HCPs and the specialists in palliative care discussed the benefits of incorporating 

Cultural Humility into specific modules for existing nursing and medical training. The 

need for self-awareness within family – HCP interactions and an individual focus to 

each family’s care was also debated. The use of film and infographics was 

advocated to help reach and engage different audiences.  

 

Communication barriers were also a focus of discussion, with a need for openness in 

dialogue with families, better access to interpreters and link workers and the use of 

health passports to inform interactions. Support for forced migrant families in dealing 

with migration trauma was recognised by the advisory groups but also for the HCPs 

who care for them. The expertise shared with me from my advisory groups will be 
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taken forward into my recommendations section. Further quotations and comments 

from advisory group members can be found in Appendix 21. 

 

My study brings an additional dimension to the existing literature, in that it explores 

the experiences of forced migration coupled with children’s palliative care through 

the eyes of three families. This study has used creative methods of art and poetry to 

further illuminate the experiences of these families, as a way to educate HCPs and 

highlight the consequences for families when the care they experience is optimised 

or hindered in different care settings.  

 

 

10.7 Combined findings in poetic form  
 

 

In order to fully conclude this stage, the experiences of all three families have been 

compiled in my poem ‘Fighting imaginary Dragons and battles with Arrow Snakes 

and Octopuses’. 
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Fighting imaginary Dragons and battles with Arrow Snakes and Octopuses  

 
Gentle, respectful family wounded by cancer, inflicting generational pain 
lonely in the oncology ward, no visitors, isolated 
a fish bowl to look out of and see nursing actions and behaviours 
astute in their accuracy. 
Those who went the extra mile, chatted, played, cared and supported  
sat down rather than standing over them, like a centurion on duty. 
For them hope reigned supreme, faith flowed from every core  
but was sharply cut by insensitivity, strict adherence to the rules and guidelines 
‘You are dying Sohail’ shot like an arrow snake, piercing, hissing and tearing such 
delicate hope 
further damaged by graphic images of graves and headstones 
A determined nurse, headstrong in her mission to rein back unbelief and denial from 
their imaged stampede. 
But words matter, actions have consequences,  
they can be monumental  
and leave a family shaking in shock 3 years later. 
 
Love in action, in a journey  
in 11 months of hazard and peril  
of questioning and disbelief  
The burdens of care 24/7 for the voiceless, the unable, the disabled children. 
An accidental burn, languishing then growing overnight, masquerading and hiding 
daily care and vigilance. 
Translators not sort, misinterpretation became boundless 
then pen to paper in the blink of an eye  
Saved by a superhero figure, tired but enduring  
called halt and spoke truth over assumption 
But now they lay tentative, mole tunnels wait for their diligence 
over gracious and thankful but fearful in their passivity  
 
Busy dusty roads 
to Home Office interrogation  
terror at the possibility of being sold into prostitution  
Missing husband, no English and so much uncertainty  
a child unable to eat, fitting 
mother in a hostel, men of a different faith looming in dark spaces. 
Ups and downs of disease progression, crisis in hospital with an overlooked mother. 
No orientation, or understanding of western process, hungry and unasked, uncared 
for 
father absent, working, unseeing and unseen  
Now back at home she fights a terrifying Octopus, so many tentacles each with its 
own agenda, its own priorities; to care, to profession, to agency 
each becomes baffling, ink drowning out any clarity, desperation and panic for help 
only make it more impossible to tame or untangle. 
 
Health care professionals battle on, fighting without weapons, resources dwindling 
and wills broken  
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without comrades to lean on,  
often without understanding their direction  
Swords drawn to imaginary dragons  
the media, politics and negativity flow like fire from dangerous green nostrils 
burning compassion and empathy to cinders. 
 
But when that understanding comes, that moment of connection  
it rains in like a waterfall, soothing and reassuring as it quenches those below  
their desperation, their isolation, echoing in the caves as the water crashes  
kindness filling up and overflowing with authentic compassion 
 
A boat of optimism sails through 
Two-way education penned on the side  
Humility blazing in defiance and offering up a challenge to potential new farers. 
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10.8 Conclusion to Stage Four 
 

 

In Conclusion Stage Four of the study has focussed upon data analysis and the 

discussion section. Broader philosophical and theoretical frameworks and literature 

have thus been debated alongside the findings of the study with consideration of 

methodological issues and limitations. 
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Chapter 11 Study contributions and recommendations 
 

11.0 Introduction to Stage Five – Planning for Silences 
 

 

Stage Five is often used as a platform within the Silences Framework for discussing 

the contributions of the study and recommendations regarding future service delivery 

action planning (Serrant-Green, 2011). Stage Five thus includes empirical and 

methodological contributions of this study and recommendations for future 

education, practice and research, further details are included in Figure 30.  

 

 

Figure 30 – Stage Five – Planning for Silences  
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Through this doctoral study, I have made several original contributions to knowledge. 

The original contribution of this study relates to the addition of new research 

knowledge by combining two areas of child health missing from current discourse; 

children’s palliative care and forced migration. By combining these two areas, the 

marginalised voices of families have been given space to speak, be listened to and 

heard. A further contribution was to reveal five silences relating to distinct aspects of 

participant experience: 1) the overwhelming loss and grief families endured, 2) 

communication and relationship building, 3) faith, truth telling and hope experiences 

as well as the significance of belief/myth terminology, 4) alienation and discrimination 

experiences and 5) vicarious trauma and HCP burnout.  

 

All these aspects demonstrate the need for the following empirical and 

methodological contributions of the study. The empirical contributions of this study 

relate to the need for a new and specific educational pathway for HCPs. 

Methodological contributions relate to a) the use of the Silences Framework and how 

advisory group input might be further extended and advocated for, b) the use of 

creative methods within research with marginalised communities.  These will now be 

discussed in more detail, alongside the important implications for future practice, 

education and research. Advisory group recommendations have also been added 

following discussions with each group regarding the practical implementation of 

study findings. 
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11.1 Empirical contribution – the need for increased awareness and 
education 
 

This study is original for its focus on children’s palliative care for forced migrant 

families and is one of the first of its kind to draw together research on palliative care, 

children and forced migration. In it, I have identified the influence of the media, 

pressures upon HCP staff and wider palliative care services and resource limitations. 

Using IPA methods, I was able to explore the ‘silences’ of burdens faced by families, 

particularly relating to discrimination, alienation and difficulties experienced when 

their beliefs differed from HCPs and western families. Findings from this study 

indicated a lack of HCP insight, awareness and knowledge of forced migration and 

the potential associated trauma. Similarly, Ormrod (219) in her study about female 

genital mutilation experiences, discussed a theme of ‘silent suffering’ in which 

women were misunderstood, with little acknowledgement of their needs and an 

overreliance on individual coping strategies.  

 

Linked closely to the need for increased awareness of forced migration, is the need 

for HCPs to better understand their own implicit and explicit biases. Such awareness 

is important, particularly as these biases can subconsciously shape the way HCPs’ 

interact and care for families. Self-awareness and bias training links with ethical and 

moral reasoning for HCPs and the benefits of adopting a Cultural Humility stance in 

caring interactions with families. Cultural Humility was a concept that I discussed 

early in this study, but with further understanding of the factors which optimise and 

hinder care for forced migrant families, the benefits to its use could be substantial. 

By utilising a Cultural Humility philosophy within cultural education training of HCPs’ 

rather than a Cultural Competence Framework, HCPs’ will be better able to 
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understand themselves, reflect upon their care, attitudes and beliefs about power 

and privilege and enter a lifelong process of two-way education with families 

(Kimberg and Wheeler, 2019). 

 

 

11.1.1 The need for improved spiritual care provision  
 

A further element of HCPs education which appears particularly important, following 

the findings of this study, is that of spiritual care provision. All three families 

discussed the importance of their faith in coping with adversity and how their faith 

influenced their health care decision making. Prior to the study commencing, I was 

aware of the importance of valuing others’ beliefs, but I had not fully understood the 

interweaving of faith with ‘life and breath’ as described by Fowler (2009). Families in 

this study also eloquently described the devastating consequences upon their coping 

mechanisms when their faith, hope and truth-telling beliefs were dismissed, 

misunderstood or under-prioritised by HCPs. The significance of faith was ‘silenced’ 

by a general lack of insight and understanding on the part of HCPs. Hawthorne and 

Gordon (2020) rationalise that the dearth of spiritual provision and education for 

HCPs situates spiritual care as an invisible practice. Many factors may contribute to 

the lack of attention paid to spirituality, including close affiliation to religion which 

HCPs may be fearful of misinterpreting or becoming embroiled within (Reinert and 

Koenig, 2013). The possibility of providing spiritual care appears to incite much fear 

in HCPs. These fears aware to link to concerns about imposing personal beliefs and 

as a result being reprimanded and/or a fear of personal spiritual vulnerability (Carr, 

2010). Aspects of fear and personal vulnerability appear to combine and may result 
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in a reluctance to embrace, identify and integrate spirituality into HCPs practice 

(Hawthorne and Gordon, 2020).  

 

 

11.1.2 The importance of terminology  
 

A further ‘silence’ which was uncovered during this study, was the importance of 

terminology, particularly around the use of the term myth instead of belief in the 

general children’s palliative care literature, which may further ‘othering’ of forced 

migrants. Gaps in the education of HCPs were vast, with an immense need for 

improved and specific education to improve the care offered to forced migrant 

families, as such the related key recommendations for research, education and 

practice will now be highlighted. 

 

 

11.2 Recommendations for research 
 

Research recommendations are imbedded within the education and practice 

sections herein, but also specifically relate to a limitation of this study - the missing 

perspectives of forced migrant children themselves. Further research that captures 

the lived experiences of children would be advantageous to understanding more 

about the factors which hinder or optimise their care. A specific study focusing on 

children requiring palliative care would need to explore the ways to appropriately 
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interact and gain the views of disabled children as whilst complex this would be 

illuminating and extremely valuable to this field. 

 

11.3 Recommendations for Education 
 

Recommendations for an educational pathway involve varied strategies and topics 

for inclusion which are complementary and detailed below. 

 

11.3.1 Education via lived experience 
 

Ideally, education would focus on pre-registration and early career HCPs, as many 

beliefs are formed and shaped during this period (Rykkje, et al, 2021). Education 

strategies would involve those with lived experience of forced migration and 

receiving healthcare in a host country, in an already established curriculum.  Such an 

approach could help to meet the recommendations of the HCPs and families who 

participated in this study and outlined a need for better HCP understanding of 

migration. The inclusion of lived experience of migration in the curriculum was also 

suggested by the BARA advisory group who advocated for improved empathy and 

understanding of migration. The YPAG group also suggested education via experts 

by experience who could share their experiences and potentially have a profound 

impact upon students. 
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11.3.2 Cultural Humility, Self-Awareness and Moral reasoning 
 

It is hoped that by using elements of self-awareness and Cultural Humility 

approaches in the education of all HCPs, alongside increased understanding of 

forced migration trauma, may result in an increase in the enactment of the essential 

characteristics for care (detailed by participants in this study). Further benefits may 

include redressing of power imbalances and an equalising of HCP-family 

relationships alongside improvements in communication and quality of care, once 

prejudices are understood and negative judgements dispelled (Prasad et al, 2016; 

Lekas et al, 2020).  

 

11.3.3 Spirituality  
 

Currently, spirituality education provision for HCPs is sparse and inconsistent, it is 

therefore a recommendation of this study that spirituality education be prioritised. 

Present inconsistencies and a lack of direction for spiritual education in healthcare 

are limiting factors within its implementation (Romeiro et al, 2017), leading to the 

current workforce feeling underconfident and ill-equipped to provide spiritual care 

(Keenan and McDermott, 2017). Subsequently, a further aspect which may need 

additional research is the implementation of spiritual care education guidelines for 

working with ethnically diverse families, so that consistency can be employed across 

training institutions and health and social care providers. 
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11.3.4 Interdisciplinary education and pedagogical techniques 
 

Whilst the educational topics discussed are important, it is equally important to 

consider how they may be delivered. Many techniques for teaching HCPs were 

suggested by the advisory groups and participants including the use of 

stories/narratives (parent participants), film and infographics (network specialist 

advisory groups) and scenarios, role play and drama. A further element which may 

enhance the pedagogical techniques suggested is that of an interdisciplinary 

approach to learning. Advisory group members from YPAG suggested the 

involvement of play therapy, interpreters and chaplaincy to share their experiences. 

Whilst the parent champions and BARA advisory groups suggested the involvement 

of religious/faith leaders from the community, as well as specific refugee charities 

who could add insights into immigration issues and provide further important links for 

future working with HCPs following educational activities. There are precedents for 

such approaches, for example a nursing school in the USA utilised community-based 

learning opportunities to develop a partnership between the nursing school and two 

refugee resettlement agencies. Such a partnership was said to improve community 

engagement and encourage the students to develop their awareness of cross-

cultural nursing, social determinants of health and global health issues (Dunlap and 

Morse, 2018). A similar initiative in the UK would also help HCPs to adopt a holistic 

approach to care and limit divergences of belief as more awareness and 

understanding is developed.  

 

Philosophies such as Cultural Humility and moral reasoning and something as 

existential as spirituality, are notoriously difficult to teach (Arayanasamy, 2014; 

Nolan, 2018). So, a further insight derived from this study is how a bricolage of 
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creative approaches may be invaluable in aiding critical thinking, seeing differing 

perspectives more clearly and supporting the interpretation of complex issues 

(Elhammoumi and Kellum, 2017; Timmins, 2016).  

 

 

11.4 Practice recommendations  
 

Recommendations for clinical settings were an important consideration following the 

findings of this study and will be outlined further herein. 

 

11.4.1 Time and Staff Allocations  
 

The need for additional support for forced migrant families has been highlighted by 

this study, as forced migrant participants described their isolation from family and 

their struggle to interact with HCPs or make friends. The Coronavirus pandemic had 

a detrimental impact upon forced migrant families. Many HCPs were redeployed 

from the care of forced migrant children to front line services, and families in many 

cases, had no social networks to help them during this period. Further, a recent 

report by the Disabled Children’s Partnership (2023) showed additional family 

impacts post-pandemic of multiple waiting list delays, which are severely affecting 

physical and mental health as conditions worsen whilst families’ wait. As a result, the 

need for multidisciplinary and multiagency coordination is also further highlighted, 

particularly for forced migrant families who may struggle to ‘chase’ appointments. 

The social isolation experienced by forced migrant families is often due to 
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multifaceted challenges associated with limited communication skills, fear and 

mistrust and difficulty connecting with others due to the all-encompassing caring role 

for a child with palliative needs. A further element which is alienating for forced 

migrant families is the complexity of UK health and social care systems, with many 

inaccessible bureaucratic approaches that make accessing and understanding of 

care pathways and service provision overly complicated and problematic (Green et 

al, 2014). 

 

With this context in mind, there is a need for additional time and careful 

consideration of long-term staff to family allocations to allow for consistency, and 

reliability when HCPs are caring for forced migrant families. Enabling HCPs to spend 

extra time with forced migrant families would be valuable to enable effective working 

with interpreters, for building caring, trusting relationships and getting to know 

families and their individual needs. Additionally, extra time with families would help 

HCPs to liaise within the multidisciplinary team, but also to access support and 

advice from experts in the field such as Non-Profit Organisations (NGO’s) and legal 

services to assist with complex aspects such as visa applications and obtaining 

financial or housing resource. Advisory group members also recommended that 

HCPs create better links with the charity sector, in order to provide additional support 

and access to befriending type services for families.  

 

A further recommendation offered by participants and advisory group members, was 

the creation of a migrant hub or resource manual. This idea could create easily 

accessible information for families about the NHS care system but also detail 

resources and agencies locally. However such a recommendation may be difficult to 
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facilitate given the vast array of languages which materials may need to be 

translated into and the need for continual changes to information presented to keep it 

up to date. A possible additional benefit of HCPs learning and working with refugee 

charities and NGO’s during educational activities, may help to bridge this gap in 

information and ensure advice given to families is up to date and expert led. 

11.4.2 Prioritising access to hospice care 
 

Forced migrant families face many challenges including poor and often inadequate 

housing provision, grief from leaving behind family and loved ones and poor health 

literacy to understand complex UK health and social care systems. All these factors 

place forced migrant families at increased risk of further harms. Within this study, 

families highlighted their need for normality, rest and respite, alongside additional 

support to limit their isolation and aid them with their caring role. I thus argue that 

there is a need to prioritise forced migrant families’ access to children’s hospice care. 

Prioritisation for hospice services would enable a further network of care providers to 

help meet complex need and work closely together to support forced migrant 

families. However, it is acknowledged here that there may be reluctance to access 

hospice care for some forced migrant families. As such, this area requires further 

research to fully understand and appreciate particularly in relation to children’s 

palliative care, which is not currently covered by the literature. 
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11.4.3 Addressing communication difficulties 
 

Communication and language difficulties were a known ‘silence’ from the outset of 

this study. Limited resource, in terms of interpreter support, was also well 

documented within the literature. This study has added to the evidence base by 

illuminating the consequences of limited professional interpreter support, particularly 

in relation to increased labelling and rapid, often inaccurate, judgement-making of 

forced migrant families. Utilisation of consistent interpreters was also shown within 

this study to help to foster rapport and trust with families. For Family Ahmed, their 

interpreter was seen as another member of staff who could provide care and 

culturally sensitive family support. When discussing my findings with my interpreter 

advisory group (see more in Appendix 21), they also gave examples of relationship 

building, and trust when interpreters had the opportunity to provide consistent 

support for individual families. The group also used the term ‘cultural mediation’ and 

described a role which included advanced language skills, but also the ability to see 

and understand a family’s cultural beliefs and how these might affect healthcare 

decision making. Further, interpreters in this advisory group gave me examples of 

them having a positive intermediary role, by helping HCPs to understand different 

cultural perspectives, but also helping families to understand HCPs expectations. 

This role and regular interpreter input with both families and HCPs, was thought to 

improve HCPs cultural awareness, and limit misunderstandings. Subsequently, I 

propose that interpreter support to forced migrant families is prioritised by service 

providers. Whilst there are no simple answers to limited financial resource in the 

provision of interpreters, collaboration with charities and the use of link workers and 

peer support may help improve access. Additionally, these strategies may help to 

facilitate better and more regular communication flows, allowing for regular updates 
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and check-ins between HCPs’ and families, to help meet families’ multifaceted needs 

and prevent miscommunications (Heller and Soloman, 2005). 

  

11.4.4 The provision of further staff support  
 

A final ‘silence’ revealed by this study was the vicarious trauma HCPs were exposed 

to when caring for families with both palliative and forced migration related suffering. 

HCPs described elements of burnout with poor staffing levels and limited specialist 

expertise throughout the three settings, which all appeared to impact on their ability 

to deliver quality care. A variety of coping strategies have been described in the 

literature including self-care exercises and self-reflection. Other strategies appear to 

agree that the development of professional relationships with those of similar clinical 

expertise is crucial (Liben, Papadatou and Wolfe, 2008). Relationships with other 

specialist children’s palliative care teams can promote debriefing, provide mutual 

support and peer education, facilitate clinical collaborations and sharing of personal 

grief whilst meaning-making about the purposes of the role (Papworth, Fraser and 

Taylor, 2021).   

 

As such, an additional recommendation relates to the provision of adequate support 

for HCPs’ working with forced migrant families, with the notion of developing further 

national networks of training and support which could be accessed online or face to 

face. Such education and professional support may also help to tackle the 

complexities of moral distress which many HCP experience in CPC. Humphrey 

(2013) describes the difficulties of sitting with uncertainty in clinical practice and the 

associated feelings of powerlessness that can overwhelm HCPs and affect their 



309 

 

abilities to “serve others, alleviate suffering and support healing” (p92). One strategy 

suggested to address such distress is the empowerment given to HCPs through 

gaining additional skills and competency (Mack, 2013). It is thought that expanding 

HCP’s repertoire of skills to deal with ethical conflict may give them more 

competence and confidence in proactively addressing any moral distress and in 

sharing and gaining support as needed (Mack, 2013). However, it is acknowledged 

that the challenges facing children’s palliative care are also likely to impact on the 

creation and maintenance of such a network (Papworth, Fraser and Taylor, 2021), 

so further exploration may be necessary to implement this recommendation. 

 

11.5 Methodological contributions  
 

When considering the methodological contribution of this study, two important 

elements are proposed: changes to the Silences Framework and the use of creative 

research methods and coproduction with forced migrant or other marginalised 

families to enhance findings and interpretation. 

 

11.5.1 Silences Framework suggested amendments  
 

I propose that the role of advisory groups and opportunities for reflection within the 

framework be extended. Research advances and understanding have seen a drive 

in the role and need for PPI in research studies (Grant and Ramcharan, 2010; 

Knowles et al. 2021). Meaningful and authentic involvement and a need to include 

the expertise of those with lived experience is now promoted routinely by most 
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research funding and ethical approval bodies (Knowles et al. 2021). Serrant-Green’s 

Silences Framework has been a driving force in promoting the use of PPI or 

‘collective voices’ in research with marginalised groups (Serrant, 2020). At the time 

of creation, the Silences Framework detailed the need for a Silences Dialogue stage 

as a key component of discussion with collective voices to help refute or reframe the 

research findings with the shared expertise of relevant collective voices. However, 

much focus in the literature surrounding the Silences Framework appears to centre 

around how the Silences Dialogue stage should be implemented, rather than other 

aspects of advisory group involvement which may also be beneficial.  

 

11.5.2 Silences Framework amendment recommendations 
 

I recommend that further guidance is offered, particularly to Early Career 

Researchers (ECRs) on implementing the expertise of advisory group members 

using a stage by stage approach. Examples such as my own timeline of involvement 

shown in Figure 23, may be helpful in offering pragmatic structures for ECRs to 

follow. It is hoped such examples may help to highlight how implementing advisory 

group expertise and opportunities for shared reflection and feedback incrementally, 

can be achieved.  

 

Stage by stage advisory group involvement would enable both a cylindrical analysis 

as currently recommended, but also an incremental and sustained commitment to 

the collective voices of a study. The collective voices from my study were added to 

during the seven years of my doctorate and determined by participant findings. 

Subsequently I felt my utilisation of the collective voices in this study was more 
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relational than transactional (Foster, 2009). Examples of this include the addition of 

the Guardian’s group to help me interpret elements of discrimination and alienation 

in the study, the use of additional palliative care specialists’ groups to include further 

medical perspectives and the addition of healthcare interpreters to help shape the 

recommendations for practice. By adding advisory groups to the study as applicable 

to the participants’ centre of concern and utilising collective voice expertise 

throughout the study, I feel a higher level of involvement and relevance has been 

brought to the study. Additionally a two-way benefit was described by advisory group 

members, where they felt able to showcase their skills and expertise. In addition, 

examples of co-production and dialogue which have enhanced the study have also 

been possible.  

 

My study utilised pre-existing advisory groups, I was thus able to become a regular 

agenda item for many of these groups, by communicating with the advisory group 

chair. Whilst this had practical benefits as I didn’t have to maintain and facilitate my 

own advisory group, it also meant that I was seen as a contributor to the already 

important work such groups were doing, which I felt reduced traditional researcher 

authority. The chair of the group was able to direct my involvement and link 

appropriate members specifically to the area of need I had, whilst also being mindful 

of the group’s individual needs.  

 

The use of three additional elements to advisory group support within the Silences 

Framework is thus recommended:  
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1. A stage-by-stage, incremental utilisation of advisory group expertise, with the 

possibility of different groups with diverse expertise which may be beneficial to 

differing elements of the research process.  

2. The addition of new advisory groups as determined by participant findings to 

draw on additional expertise as needed.  

3. Utilisation of existing advisory groups to redress power imbalances and allow 

for several elements of differing areas of concern to be considered. This may 

be particularly helpful if the study focuses on rarer areas of concern which 

may not have a distinct advisory group already in existence.  

 

11.5.3 Creative research methods and coproduction  
 

Within this study, poetry creation has formed a unique method for dialogue and 

collective voice involvement. Through poetry creation advisory group members have 

had opportunities to share their expertise and meaningfully shape interpretations and 

recommendations. Tarbi and Morgan (2022) detail the importance of utilising poetry 

in nursing research particularly as a way to give voice to those underrepresented, 

especially those with serious illness and to evoke the deeper meaning of narratives. 

The authors claim poems are a uniquely accessible method of disseminating 

complex findings as they “relay layered cognitive and emotional meaning” resonant 

of health experience in a concise and relatable format (Tarbi and Morgan, 2022 

p322). Tabi and Morgan’s (2022) research highlights the need for further work in this 

area, with a particular focus on co-production with advisory group members, as this 

is an area currently underexplored in the literature. 
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In order to complement the bricolage of creative approaches developed here, the 

creation of further artistic works by forced migrant families may also help to reinforce 

a counter narrative of forced migration to the UK. At the outset of this study, 

community hostility and negative media perceptions were captured in the 

background and literature review chapters. As such it appeared that ‘silences’ 

existed around discrimination and alienation of forced migrant families. Findings from 

this study confirmed that forced migrant families in children’s palliative care were 

also exposed to such experiences. However, a further element of ‘silence’ was found 

in the negative effects of the media lens upon community perceptions of forced 

migrants and the consequences of this for families.  

 

Interestingly, literature published at the height of the European refugee crisis also 

makes links between the media portrayal and ‘othering’ of forced migrants and how 

this has impacted upon community empathy. In her novel ‘Gehen, ging, gegangen 

(Go, Went, Gone), Erpenbeck tells the tale of Richard a retired professor who is 

intrigued by the Oraienplatz refugee post. As Richard becomes more acquainted 

with the refugees, Erpenbeck places emphasis on the universality of refugee 

suffering and that this acknowledgement helps to flatten difference. However, Butler 

in 2004 (long before the Ukrainian war portrayed such examples), argues that those 

in the West are less likely to feel empathy for non-Westerners. She suggests that the 

lack of attention paid in the media to the vast number of deaths from AIDs in Africa 

highlight, that whilst some lives are publicly acknowledged by the media and thus 

grieved, other lives are seen as ‘unmarkable’ or un-mourned (p35). The narratives of 

refugees’ trauma told by Erpenbeck were seen to have a ‘humanising effect’ on 
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readers, as commonalities were showcased, producing “an intense identification by 

arousing feelings of fear and sorrow”, (Butler, 2004, p38). 

 

Counter-narrative artwork is described eloquently in the ‘Colours of a Journey: An 

Archive of Human Mobility’ project (Anastasiou and Stanivukovic, 2019). The 

Colours of a Journey project used recording, memorialising and displaying varied 

everyday experiences of refugees in artistic forms. Such work details the importance 

of creating artistic opportunities for forced migrants to help them to voice their own 

stories, experiences and expectations.  

 

11.5.4 Creative research methods and coproduction 
recommendations  
 

 

Subsequently my recommendation include:  

• The creative approaches used in this study have formed a toolkit of 

approaches and bricolage of resources such as art works, poetry and case 

studies, which could be used to help HCPs make sense of forced migrant 

families’ experiences in children’s palliative care in a different and empathetic 

way. Dissemination of this creative approaches’ toolkit would be 

advantageous to share this learning widely and may take the form of a 

learning event alongside advisory group members to share techniques and 

experiences. 

• The creation of additional creative artworks is advocated to reveal further 

insights into the experiences of healthcare for forced migrant families. A 
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similar platform to the ‘Colours of a Journey’ project may be useful, for wide 

dissemination, with a focus on lived experiences of healthcare in the host 

country. This study may thus help to form the basis of such a collection with a 

view to expand and develop this further. 

 

 

11.6 Research Recommendations and summary  
 

Further research focusing on how creative media may be utilised is important in 

building the evidence base in this area. Creative media may be used as both a 

counter-narrative to negative media portrays of forced migrants and also as an 

educational tool for enhancing understanding and limiting ‘othering’ of forced migrant 

families. Specific evaluative research may be beneficial in learning more about the 

potential benefits of creative mediums and methods of co-producing research poetry. 

 
 

 

In summary, Figure 31 details the key findings of this study and how they link to the 

recommendations detailed earlier. Figure 31 was created to indicate the prioritisation 

of recommendations, as each aspect has the potential to influence those 

corresponding to it and so cannot be addressed in isolation, this is highlighted with 

adjoining lines. 
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11.7 Conclusion to Stage Five  
 

 

In conclusion, Stage Five has included the contributions of this study to both 

empirical and methodological dimensions of research. Recommendations for future 

practice, education and research have also been debated including the ‘silences’ 

which have been discovered during the course of this study and those which remain 

unchanged.    
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Figure 31 – Summarised findings and recommendations for future practice, education and research
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11.8 Conclusion to the study 
 

In conclusion, whilst the literature appraised for this study illuminated many ‘silences’ in 

both the fields of children’s palliative care and forced migration, this study has brought 

the two complex fields together to reveal unique insights. The experiences of both 

family and health care professionals have been analysed, reflected upon and 

synthesised with a view to improving and informing future practice, education and 

research priorities. 

 

Solutions to reducing the barriers to children’s palliative care for forced migrant families, 

whilst optimising the examples of good care highlighted in this study will now be 

summarised. The empirical contribution of this study indicated limited knowledge and 

understanding of migration experiences and trauma and so the development of an 

education pathway is recommended. Including a number of topics within the education 

pathway, within an established curriculum for undergraduate HCPs would be beneficial. 

These include the use of lived experiences to increase knowledge and the use of a 

cultural humility approach with self-awareness and bias education alongside moral 

reasoning training. These aspects would serve to emphasis the role of lifelong learning 

in producing humble practitioners who want to redress power imbalances across 

professions and within their relationships with families.  Additionally, the inclusion of 

spiritual care education is crucial to meeting need and gaining further knowledge of 

belief systems and their importance to families. Clear spiritual care guidance and 

expectations which are consistent and standardised to avoid confusion is also 

advocated across health and social care providers.    
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Educational techniques to instil such practices/topics include pedagogical approaches 

such as stories, narratives and participant poetry, film and infographics, scenarios, role 

play and drama. These aspects may aid critical thinking, offer multiple perspectives for 

debate and analysis and support the identification and assessment of complex issues. 

In conjunction with such pedagogy the inclusion of interdisciplinary training with the 

involvement of faith and refugee specific organisations and charities to share expertise 

and build supportive relationships for future practice is also recommended. 

 

When considering practice or clinical recommendations additional time and further 

consideration of staff allocations, to build relationships and offer continuity to families is 

advocated. If additional time is given to support forced migrant families it may aid HCPs 

in caring for a range of complex issues, within difficult systems and whilst navigating 

interactions with interpreters. A further practice recommendation is the prioritising of 

access to hospice care for forced migrant families with the aim of providing additional 

support, normality, respite and limiting the isolation often experienced. It is also advised 

that addressing communication difficulties be prioritised by health and social care 

organisations, with additional funding for interpreter use and further understanding of 

their role and ability to provide family support. Lastly the provision of additional HCP 

support for those working with forced migrant families in children’s palliative care, is 

crucial to addressing the impact of burnout and compassion fatigue described in this 

study.  

 

Research implications are linked to all of the recommendations described but also 

include accompanying research which would specifically look at how the perspectives 
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of often disabled and/or non-verbal children and young people may be included in 

research about them.   

 

When addressing the methodological contributions to this study an extension to the 

Silences Framework is suggested to further advocate for the inclusion of advisory group 

expertise and reflection/feedback opportunities throughout research studies. Such 

guidance would be particularly aimed at early career researchers and with a practical 

application focus. Finally, the formation of a bricolage of creative methods and a toolkit 

of approaches is recommended. A learning event to share the experiences of this study 

and advisory group members, alongside a website where resources could be widely 

accessed is thus advocated. Further research into creative methods would also help to 

strength the evidence base in this area and give a further rationale for their use. 

 

Through the identification of specific family case studies within this study, the 

identification of constraints and enabling factors for high quality children’s palliative care 

has been possible. By following the collective recommendations detailed here, health 

and social care organisations, education providers and research funders would assist 

HCPs in providing the best care for forced migrant children and their families and in 

limiting the barriers to poor care in the future. 

 

Finally and perhaps most importantly is the need for care which is compassionate and 

humane, and takes account of individual forced migrant family’s needs and 

experiences. HCP need to remember that each care interaction will have a 

consequence for family members and within palliative care there is often only one 
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chance to get things right and make families feel cared for and valued.  As each family 

described within their experiences: 

 

“I know I can’t, speak English but I can read the body language, I can read from your 

eyes how can, you think about me” (Kinza, 13:39).   

 

“Everybody isn’t going to be the same, some people are going to be good, some aren’t 

going to be good. So you treat people as they come across to you, rather than painting 

them with the same brush, or the label, that they’re all immigrants” (Adiva, 24.185). 

 

“They [nurses] have to know they are dealing with a human, not a machine. They are 

not repairing a machine, this is a human, he has feelings, with heart”  (Maaz, 17.54). 

 

Children’s palliative care is a journey which HCPs go on with families as they care for 

them, one participant shared a very wise summary ‘we can’t always fix things but we 

can always be kind’ (Holly). 
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Appendix Two - Published Systematic Review in Journal of 
Advanced Nursing 
Accessed online at:  

https://onlinelibrary.wiley.com/doi/pdf/10.1111/jan.14509  
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Appendix Four - Coding of an individual paper 
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Appendix Five - Dynamic relationships across the codes/themes 
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Appendix Six - Coding across papers 
Codes No. times noted Theme 

Parental burdens, unmet needs, conflict 8, 23 Care giving burdens and 

coping strategies 
Family ill health, physical/mental 21 

Lack of family support 5 

Family coping strategies 27 

Tangible support 9 

Perceptions disability, diagnosis, mistrust, 

medical ignorance, differing beliefs, 

expectations 

14 Divergence of beliefs and 

expectations necessitating 

individualised care 

Gender differences 8 

Negotiation, accommodation of individualised 

needs/care 

22 

Autonomy, advocacy, agency (differences truth 

handling/decision making) 

7, 5 

Spirituality/religion 4 

Language/communication barriers 6,9 Language and caring 

communication 
Rapport 1 

HCP language and communication facilitators 5 

 

Non-verbal communication 12 

Compassionate approach; respect, non-

judgemental, empathy 

10 

Migration experiences/stories 4 

Access services/resources 14 Navigating health care 

systems 
Bureaucracy 1 

Financial stress 3 

Health literacy, medical terminology 13 

Lack training 3 Training/knowledge 

Role confusion 1 

HCP training/knowledge 2 

Public awareness 1 
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Appendix Seven – Advisory group information and study 
involvement 

Group name Membership details  Involvement  

Birmingham 

Children’s Hospital 

Young Person’s 

Advisory Group 

(YPAG) 

This group includes patients, 

ex-patients and local young 

people’s health and youth 

representatives living in the 

West Midlands aged between 

11 and 18 years old. 

 

One member created pictures and paintings for 

information sheets and to help disseminate findings  

Reviewed family information sheets and provided 

feedback 

Interviewing of family members/children where possible. 

This was hoped to help to strengthen trust and aid 

interpretation/minimise language barriers. Further 

benefits included helping with contextual and cultural 

understanding of the responses seen.  

Individual members helped interpret HCP interviews into 

poems (when participants either preferred not to do this 

themselves or did not have the literacy to enable them to 

do this). 

YPAG members explored the study findings and helped 

to shape recommendations 

Acorns children’s 

hospice young 

ambassadors and 

parent groups 

These groups include current 

carers, bereaved parents and 

young people, children and 

siblings who volunteer to 

support service and health 

care development 

 

Reviewed family information leaflets and provided 

feedback 

A parent champion with special interest helped create 

poetry from parent participant transcripts (where parents 

could not or choose not to do this themselves) 

Parent champions explored the study findings and 

helped to shape recommendations 

Birmingham Asylum 

and Refugee 

Association (BARA) 

This group includes forced 

migrant adults who meet 

regularly to offer each other 

support and assistance 

during resettlement and 

whilst applying for permanent 

residency in the UK. This 

group contains parents and a 

mixture of ages, gender, 

ethnicities, religions and 

countries of origin. 

Involved in discussions surrounding appropriate 

terminology  

Reviewed creative methodology and participated in a 

workshop looking at the use of poetry and art with 

potential participants 

BARA members explored the study findings and helped 

to shape recommendations 

 

Paediatric Palliative 

Care Network (West 

Midlands and South 

West) 

This group contains specialist 

health care professionals 

working in the West Midlands 

including doctors, nurses, 

Individual members involved in the review of ethical 

review documentation and HCP information sheet, 

informed consent documents and images used 
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psychotherapists, play 

therapists and chaplaincy. 

The group strives to 

advocate on behalf of 

children and their families 

and have vast experience 

and expertise in children’s 

palliative care including 

multiple care settings of 

hospital, community and 

hospice care.  

 

Two members from West Midlands Network participated 

in the piloting of ‘draw and talk’ interviews  

Members from the South West Network explored the 

study findings and helped to shape recommendations 

 

 

GUARDIANS (Guiding 

Unity and Advocating 

for Race, Diversity 

and Inclusion) 

 

A West midlands-based 

network for staff aiming to 

better represent and 

advocate for staff and 

families of differing 

backgrounds in hospital  

A member of the group helped create poetry from HCP 

participant transcripts (where participants could not or 

choose not to do this themselves) 

Interpreter group  

West Midlands 

Hospital  

Interpreters of many different 

languages and dialects 

working in paid and voluntary 

roles at a large West 

Midlands Hospital  

The group was asked to review findings and 

recommendations to help shape them from their 

experience and expertise working with families similar to 

those in this study and ensure the voice of the interpreter 

was not absent from this study 

All groups  Providing a forum for discussion/debate of progress 

which draws on members’ experience and offering 

valuable insights, priorities and an ability to put the 

‘jigsaw puzzle’ of issues around the topic together. 

 

Any members who support the research study will be 

offered shared authorship or acknowledgement of their 

work for any conference presentations and article 

submissions. Encouragement and empowerment will be 

given for advisory group members to actively contribute 

as fully as possible based upon their own 

preference/comfort and availability 
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Appendix Eight - Draw and talk mapping utilised with HCP 
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Appendix Nine - Draw and talk mapping for parent/guardian and 
child (dependent on age/understanding) 
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Appendix 10 – New Lives New Hope – parent advisory poem with 
direct use of participant quotes (seen in bold)  
 
 
I only want to live a quiet life 
With my family by my side 
But I’m having a very hard time 
With the home office 
Trying hard to swallow my pride 
And not plead and beg to be allowed to  
Stay in a country that does not lock you 
Up and throw away the key 
For any reason at all 
And shells its citizens 
And crushes any opposition 
With disdain and impunity 
 
The Home Office interviewer 
Is asking question after question 
Please can you go through your reasons 
For wanting to live here again? 
Sorry, we have to move you 
Another interview, another interview 
But now I’m in Birmingham  
With my family here, safe at last 
Relieved, appreciating a reborn-view 
And now we can focus on our child 
Her illness, her condition, her disabilities 
The one who needs the care and attention 
 
And everyone is doing their best 
To support and help the family 
In a new culture that treats people fairly 
Humans rights and dignity 
Here we have everything,  
All the care that we need from 
Doctors and teachers and nurses and 
All the other professionals you see, 
Take an interest and do what they can 
Unlike the country we left 
Where we didn’t have a chance  
And for that reason we ran 

 

But the reality is that despite help 
Kindness and generosity dispelling fears 
The language barrier remains so frustrating 
And drives a man to tears 
It’s not just another language, but 
Another culture, where everything is different 
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And every minute is spent trying to make  
Heads or tails of this new found freedom in a city  
Of new sounds, smells, sights, tastes, experiences 
Especially when before, a life before war, 
The family was community and all around 
Family was extended and extensive, always there to help, 
 
But here there’s no family, you have 
To do everything yourself. 
And when misunderstandings occur you feel 
Alone and desperate again, fearful of authority 
When you are unable to adequately explain anything 
Yet, there are always those who 
Do all they can, at a moment’s notice, 
A few people you can call upon and implicitly trust 
A social worker, a charity worker, someone from the mosque  
Who listens without prejudice, the minimum of fuss 
And offers advice and speaks on your behalf 
And says, you are not a refugee, you are all, one of us. 
 
And you are pleased when people greet you 
And introduce you by name and ask how you are and 
Are you alright, again and again and what  
About the little one, is she getting the care she needs? 
And you can reply with confidence that she is 
Because she is my life, is everything, I can't breathe 
I can’t live without her, I’d do everything for her for her safety 
And to look after her. But lately, life is getting harder 
As her needs become more complex and as she has grown, 
And again, this new society offers a hand of hope. 
A chance for respite, to provide care in a trusted place 
While you rest, recover and find some peace, time and space. 
 
And now a future appears, one of hope and freedom 
In a land of kindness and sincerity, of tolerance, 
Gentle discussions over tea, listened to with patience and dignity. 
Nobody will understand what we’re going through, what we have to do 
But while we can trust in Allah, He will provide a solution 
And the best of humanity will embrace us and give us back 
A life and opportunity, to be part of a society that values and cares 
And shares the same emotions and needs for compassion and  
Community, a place where a disabled child can flourish 
And live the best life they can 
And we can say ‘thank you’ in our new language 
An Arabic heartfelt,  
Shukran ja’azilaan. جذ شكرا  
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Appendix 11 – Poem from Guardian advisory group member – A 
Muslim Chaplaincy (with text changes shown in blue) 
 
A Muslim Chaplaincy, Who’s heard of such a thing 
What faith do they follow, what scriptures do they bring 
Well I am that person, for over 40 years 
Sharing scriptures, laughter, sharing tears 
 
I arrived in the 60’s, to this strange Nation 
The Who singing ‘My generation’ 
My parents were confused, they arrived first you see 
Not understanding the culture, or programmes on TV 
 
I was the first of my siblings, alone with dad and mother 
Then at aged 7, along came another 
Never allowed to play out, with girls or boys 
Playing out with girls and boys stopped at ten 
If ever I was caught, wow oh what a noise 
 
My early faith, was a bit of a test 
I’d pray occasionally, maybe twice a week at best 
I wanted to join, other children, sounds daft 
But I also had a passion, for doing needle craft 
 
At first I wanted to be an actress, travel all over the place 
But being good at stitching, could I fix a face? 
So then It was surgeon, I thought this would be fab 
But I ended up on a science course, stuck in a lab 
 
At 22 I found my calling, I had a tendency to share 
My religious beliefs, with children in care 
Then it grew wider, it felt such a privilege 
Connecting with the community, I was their comfort bridge 
 
I spoke to all sorts, from women to males 
Some were worried, that their treatment would fail 
I gave them hope, each and every day 
We would sit and just talk, I would also pray 
 
Explanation of our culture, the things we can do 
Explaining to a refugee, the meaning of scriptures too 
Like having prints, of their poorly child’s hands 
Did not go against, Prophet Mohammed’s commands 
 
Explanations from nurses, can be different you see 
A Muslim Chaplain, can explain to a refugee 
Majority are men, who we called the Imam 
Often called the Imam 
But who do the females have, to keep them calm 
 

Rida commented ‘I was 

allowed to play out in the 

beginning, but only till I was 

ten’  

Rida commented ‘Maybe 

say ‘often called the Iman’ 

(as they are known as Male 

Muslim Chaplains too)’  
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So that’s where I enter, where my skills can be used 
Speaking to females, making sure they’re not confused 
Being on call, when there’s laughter and when there’s crying 
Reading prayers with families, when children are dying 
 
I remember a patient, fear in their eyes 
Thinking nurses were going to kill them, the mask a disguise 
Another was worried, about praying on her mat 
Wanting the curtains closed, being afraid, she’d be laughed at 
 
Getting over the stigma’s was hard to do 
Some male Islamic parents, wouldn’t want to speak to you 
Some male Muslim parents, wouldn’t want to speak to you 
But over time, those barriers were broken 
I was seen as a religious figure, not just a token 
 
40years of counselling, wow where are all those years 
Sharing laughter, prayers, sharing family’s tears 
It’s been demanding, frustrating and also challenging 
A Muslim Chaplaincy, who’s heard of such a thing?? 
  

Rida commented ‘This 

should be Muslim but 

Islamic’  
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Appendix 12 – Ethical approval documentation 
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Appendix 13 – Participant information sheets for families and 
children of different ages 
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Please indicate below your consent to take part in this study by ticking the boxes to 

agree to the statements listed 

Statement Please tick below 

I have read and understood the information sheet (version number 1 dated 
08.01.21) 

 

I have had the opportunity to ask questions and they have been answered 
satisfactorily 

 

I understand that my participation is completely voluntary and that I do not 
have to take part in this study 

 

I understand I have the right to withdraw from the study without any 
prejudice and I have 1 month after the interview to request my data is 
destroyed 

 

I agree to take part in an interview in which my discussion will be recorded 
transcribed and analysed 

 

I agree to a member of the Young Persons Advisory Group being present 
during the interview. 

 

I agree for the researcher to use any artistic outputs from our interview 
within research articles, conferences and for the purposes of the 
researchers PhD work. I understand these will be anonymised to keep them 
confidential 

 

I agree for the researcher to use quotes from our interview within research 
articles, conferences and for the purposes of the researchers PhD work. I 
understand these will be anonymised to keep them confidential 

 

OPTIONAL - I agree to take part in an additional second interview if invited 
by the researcher     
 

YES / NO 

OPTIONAL - I give permission for my anonymised data to be used in future 
studies/for further analysis   
 

YES / NO 

I agree to take part in the above study 
 

 

 

Participants name 

 

 

 

Participants Signature Date 

Name of person taking consent 

 

 

 

Signature Date 

   

N.B. ensure participant receives a copy of this form 
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Appendix 15 – Protocol for potentially distressed participants 
during research interviews 
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Appendix 16 – Inclusion and Exclusion Criteria for the study  
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Appendix 17 – Family Tessa poem written for their son  
Poem is sung through the family video of Sohail’s life and death 

 

Poem interpretation one -The End’s Fragrance 

1. May the fragrance of peace scatter upon our dear son S. 

2. You were our pride and joy all through our lives. 

3. I bear witness to Allah you submitted to his will with great patience and 

immense gratitude. 

4. You have always asked the Almighty for a higher level in heaven after this life  

5. With a smile you have always greeted people despite the pain you were going 

through 

6. You asked Allah to heal you and always wished he would be pleased with you 

7. Muhammed, the messenger of Allah, approached you in your dreams and 

said ‘peace on you S.’ 

8. With so much love you have replied ‘peace on you too O messenger of Allah’ 

9. You knew after that moment to submit to Allah’s plan and that his plan would 

be the best for you 

10.  We ask Allah to heal our wounds from losing you S. we trust he would do so 

and make your story an inspiration and a reminder for the whole world 

Poem interpretation two – The best for last end 

1. Greetings with lavender smell for you son S. and be the best for last end  

2. A consolation in life is our memory and among people of you we are proud 

3. Swear by God, great patient were son, thankful to God and blessings found 

4. Satisfied with what God wanted, the generous God asked high stand 

5. Greetings with Lavender smell for you son S and be the best for last end  

6. A consolidation in life is your memory and among people of you we are proud 

7. With cheerful face people you met your patient body in pain suffered  

8. God you asked for heal and reward with patience God’s satisfaction hoped 

9. Greetings with Lavender smell for you son S and be the best for last end  

10. A consolidation in life is your memory and among people of you we are proud 

11. To you our prophet Muhammed came, peaceful greetings S. he said 

12. With passionate heart you answered, with love and longing for him you would  

13. Greetings with Lavender smell for you son S and be the best for last end  

14. A consolidation in life is your memory and among people of you we are proud 

15. May God with love fill the hearts and beloved covered blessings be should 

16. Merciful, passionate, generous my God is nice meeting is given for those who 

would 

17. Greetings with Lavender smell for you son S and be the best for last end  

18. A consolidation in life is your memory and among people of you we are proud 

 

 

 

Poem interpretation three – The End’s Fragrance 
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Peace scatters with the fragrance of Lavender, 
Upon you S, and your end’s fragrance. 
Whose mention is a consolation in our lives, 
And our pride amongst all mankind. 
 
Our son, we bear witness to Allah, you were greatly patient. 
You thanked the Lord, then received your status. 
You trusted His will and were satisfied with His command, 
You asked the Generous God for the highest rank. 
 
Peace scatters with the fragrance of Lavender (verse is repeated) 
 
You met people with a cheerful face, 
And with a patient body that suffers aches. 
Recovery and reward you asked the Almighty Lord, 
With patience and humiliation, His satisfaction you hoped. 
Peace scatters with the fragrance of Lavender, 
Upon you S, and your end’s fragrance. 
Whose mention is a consolation in our lives, 
And our pride amongst all mankind. 
 
Prophet Muhammad, came to you in your dreams and said: 
“Salaam S”, an honourable greeting that he said. 
With a passionate heart you replied: “peace on you too”, 
With love and longing, you wished to meet again soon. 
 
Peace scatters with the fragrance of Lavender (verse is repeated) 
 
May Allah irrigate our longing hearts, 
Generously connecting your loved one's hearts. 
Merciful, loving, generous our Lord is, 
So will connect your soul to whom he wishes. 
 
Peace scatters with the fragrance of Lavender (verse is repeated) 

 

 

 

 

 

 

 

 

 

 

Poem interpretation four  – from Sibling 1 
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1. The smell of peace, like lavender from S is coming  

We are happy when we talk about him and he makes us feel proud 

2. You were patient and we swear by God that you were patient, you thanked 

God and you went to his will and you accepted what he has given you and 

you asked him for higher rank (in heaven/eternally/in the next life) 

3. With the happy face and great smile you met people, when they visit you, 

while your body was suffering and you also ask God for healing (for God to 

cure you) and with patience you asked for his reward  

4. The prophet came to you and he said peace on you S 

5. We ask God as well to make the relationship with his soul and our hearts 

close and the same for his beloved ones, as God is merciful and almighty so 

God will help us and make this relationship stronger with him   
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Timeliness and consistency of difficult 

conversations  

*Communication and language barriers  

Multidisciplinary and multiagency co-ordinated 

care  

*Lack of access to funding, appropriate 

housing or legal support and poor parental 

health literacy  

Two-way education between families and 

health care professionals   

Divergence of beliefs between health care 

professionals and parents  

 

*Aspects in bold where agreed by families and health care professionals. 

If you would like to find out any more information or share any additional thoughts with me 

after reading this sheet, please do contact me via   

Thank you so much again for your time and involvement in this study  

Marie Clancy 
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Families teaching staff about what is important 

to them  

Not understanding the importance of family’s 

religious faith 

 

*views in bold where agreed by families and health care professionals. 

If you would like to find out any more information or share any extra thoughts with 

me, please do contact me via   

Thank you so much again for being part of this study  

Marie Clancy 
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Appendix 20 – Poem - Notes on my Native Land 
 

To this corner of the world came 

people from China and India  

from Indonesia and Europe 

Some of the people  

adopted local ways   

They spoke Malay 

dressed Malay  

but still kept their customs  

Others stuck to their ways  

while firmly planting  

a foot on Malaysian soil 

The alchemy worked  

And today we have a nation 

that is a kaleidoscope 

of many things and many people 

We all belong to this fabric  

having each lent a stitch   

to make up a whole 

Now we invite the world  

To see this tapestry  

 

David Lazarus, 1986   
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Appendix 21 - Advisory group thoughts on translating and 
implementing results to realistic recommendations 
 

Parent champions (n=2)  

1. Cultural and religious beliefs education, involvement of faith communities. 

Understanding of cultural attitudes towards HCPs (strict/empathetic etc)  

2. An openness in dialogue about feelings towards care of the child 

 

Network palliative care specialists (n=2) + (n=3)   

1. Improvements to education and training, specific modules integrated into 

existing training which draws on your research, creation of a short film and 

infographics to reach and engage different audiences  

2. Importance of a policy brief.  

3. Guidance for working with sensitive and ethnically/culturally appropriate. 

4. Interpreters to support. 

5. More teaching and resources for HCPs to understand the needs of refugee 

populations.  

6. Easy access to interpreters and translated written information. 

7. Link workers from marginalised communities employed in hospices to support 

families and wider communities  

 

BARA (n=4)   

1. Communication has to be looked at – if not impossible to understand each 

other. If asked and do not understand may just say anything and tell wrong 

answers 

2. Involve Iman – discuss such as pain relief and not letting children suffer  

3. Relevant brochures, information  

4. Awareness – do not understand immigration issues, they are angry because 

they do not know, so they need to be educated. People come here with so 

much trauma and if not helped properly can be scared to go to the nurse. 

5. Lived experiences, their story resonates with them more. Ca not understand if 

have not gone through it. People’s experience best thing. 

6. Place to go, equipment etc. people to speak to about their problems, people 

do not always speak emotionally strong but they need to know what support is 

out there 

7. Personal interpreter not electronic system .  

8. Diverse different link workers – burden on budget but help quality info they 

can provide  

9. Education, they must be advised where to go for their wellbeing, counselling 

someone to speak to about their past and how it affects them and missing 

their families  

10. Communication between HCP and refugees – improved at all levels.  
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11. NHS link with refugees via charities and organisations to well understand 

each other 

 
YPAG (n=6)  

1. Better education, maybe training through expert by experience 
2. Easier access to interpreters using Dora (iPad on wheels) (like we do at 

BWCH) 
3. Some kind of support group in/outside of a care setting for these families to 

connect with each other. 
4. Cultural awareness/insight being mandatory training for health care staff 
5. Maybe a hospital passport for families 
6. Support groups available for families to access so they know they are not 

alone 
7. Working with youth workers and play workers to share the information 
8. Training/learning for staff on awareness and how to help families in particular 

situations  
9. A support group for staff after dealing with difficult scenarios e.g. with 

chaplaincy   

 

TfSL ethnically diverse family support group leaders (n=2)  

1. Avoid assumptions ‘never met a family I could put against another and say 

their situation is the same’  

2. Support needs to be on an individual basis with a benefit to case studies to 

learn from  

3. Need for staff self-awareness – to make sure we get it right and offer support 

through unique and individual situations. ‘Families do not want tick boxes they 

want to be listened to and connected to the person facing them’  

 

Interpreter group (n=7) 

1. Role of interpreter as more than just language – cultural mediator – able to 

understand cultural roles, expectations and build trusting relationships which 

can be helpful to gaining more understanding of families’ needs. Examples 

given of judgements from staff regarding controlling dads who are struggling 

to get medical team to understand their perspective 

2. Need for sensitivity  

3. Need for staff consistency, to be able to show care, take time to listen and 

ideally have the same interpreter too  

4. Examples of gender roles, nurses prioritises differing from families’, i.e. 

wanting to tick boxes and have speedy discharges 

5. Discussed the need for additional time for some decision-making and that 

staff need to understand not everything is an emergency. Waiting for the right 

staff member or interpreter to be available to help understand families’ fully 

can be crucial to meeting need 

6. Importance of language support from the beginning of treatment/care  
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7. Present of interpreting team during ward rounds to be able to explain their role 

and provide support in a proactive rather than reactive manner  

8. Interpreter role in improving health literacy – how the hospital works, how to 

act, get needs met, understand expectations.   

9. Talked about different levels of need – non-English and limited-English 

presenting different stages, cultural challenges, not widely understood by 

wider healthcare teams 

10. Need to raise awareness of value of interpreting team, limited legislation at 

present so very varied provision across organisations which isn’t helpful to 

families in need  

11. Often prioritisation on cost but this and the over use of some 

remote/electronic interpreting can sacrifice quality of care/relationships  
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Appendix 22 – Poem about HCP Marian written by YPAG members    
Learning to and from 

 

I come from far 

I came to England 16 years ago 

My country had real problems around… 

Diversity, equality issues and human rights  

So, I didn’t like it. 

 

Before England I've never had any contact or friendships with people who are 

different to me  

But I was very open and curious 

 

In my job I have that mutual learning relationship,  

Is sort of to and from; to families and from families. 

But also in between, families have come through so many different experiences, 

Outside the diagnosis of a child's health 

Some are sort of small, some are bigger 

Family means so many different things to different people 

It's about the significant people not who’s tied together by DNA 

 

Hospice care is very different to stereotypes 

Often c  h ao  t  ic, so many people, 

Not just pre and post bereavement care 

You get to know the bigger picture, their story, to give the best patient centred care.  

 

I want to learn from the families, not force our way of life upon them 

I want to give people empathy 

I want to show understanding, through empathic listening 

Learn from the families 

 

We need to be holistic 

We need to not just touch the surface but reach the core 

It's a much wider spectrum 
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Trauma. Loss. Complex needs. 

 

It’s challenging 

Inaccessible communication, no interpreters   

Families cannot speak the language, cannot read, cannot write 

But we form new communication  

Like sharing food; speaking, learning, bonding through food 

We can build that togetherness 

 

But it’s difficult 

There was a vulnerable woman with this little baby  

December and she had no heating. 

It was the right thing to do. To offer the room. The help.  

She was able to be the mum because we've got nurses 24 hours 

But were we taking that room away from someone though? 

 

Two cases so similar 

No one listened. No one heard. No one gave their time.  

Shouting, screaming  

Mum got louder and louder  

We communicated very slowly with little steps 

We started to understand her behaviour 

She was scared 

She was angry 

She didn't understand 

 

No one heard the international call for help.  

There was a lack of understanding 

She was quickly judged 

Mum’s expression of grief was very different 

Mum’s grief took a different shape 

 

Another family labelled as aggressive. Labelled as non-engaging.  
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Lack of cultural competence from staff  

No courage to help  

No one gave the benefit of the doubt to families  

Assumptions after assumptions after assumptions  

Stuck in the cycle 

Only eroded when time, resources and effort were invested. 

 

Doesn't always mean that it's a speedy process. It's rarely a speedy process 

The week we cared for over 70 members of a travelling family, I must have worked 

about 150 hours 

But it was worth it 

To enable families to be together 

And hear 

“Thank you for your support and thank you are not racist.” 

 

  



422 

 

Appendix 23 – Poem about HCP Flo written by Marie Clancy  
Exhausted but fighting on 

 

I felt like it was a conveyor belt system, my social work job was very, very 

demanding  

I became quite a rebel fighting against all the restrictions for justice, for equality and 

because I couldn’t be responsible for unnecessary deaths due to governmental 

bureaucracy and red tape  

But it was exhausting and so frustrating! 

I thought I would be like Mary Poppins and change the world but the systems in 

social work crushed my dreams  

The unfairness of it all is soul destroying 

Why should country of birth relate to entitlement to care, why does everyone make it 

so difficult for those seeking safety? 

So, the family I have been working with, for nearly two years now 

It’s taken time, they weren’t sure if they could trust me, but I saw them every week, 

there was so much to sort out 

And then there was an incident, an accidental burn, but the GP and nurse they made 

an automatic assumption that dad had harmed his daughter. I was so shocked and 

afraid for them, but I knew hand on heart, this hadn’t been a purposeful harm, I knew 

them so well by now but I had to fight for them. But now it’s made me fearful and 

protective. I want to wrap them in cotton wool, protect them from further harm, further 

adversity, further labelling   

But it can be exhausting  

We speak out of hours and I feel like I am a 999 service, always on alert and with 

Covid at times I become a one-man band, all singing all dancing, just me 

And so, I try to be many things, to help them - clear, transparent, consistent and 

accessible. Giving a little bit extra care, support and understanding  

I spent hours, every week, going through everything to prevent them struggling, 

shouting on their behalf when I need to and they are so grateful and so humble but 

it’s painful for them, emotionally but also physically. Caring their daughter up the 

stairs mum’s poor back and yet they are so dutiful, so faithful and dedicated 

There are others too 

An interpreter who drops everything for this family, she supports them so well, 

makes them feel comfortable and they are so disappointed when she isn’t there to 

represent them  

And now I am forever learning, forever developing my practice and I feel content, I 

feel very honoured, very humbled that I'm able to walk the journey with these families 

in different, very different and diverse circumstances 
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Appendix 24 – Poem about HCP Sobia written by Guardians 
member  
Perseverance  

 

There’s limitations wherever you work, you come out of social work and your head is 

full of ideas wanting to change the world.  

But then you start working in an organisation where doors go slam, slam, slam and it 

becomes all about money, money, money which ends up squeezing you as a 

person, as a professional. 

Now I work in my local hospice and I get to do real social work: 

I get to build rapport,  

I get to know them,  

I get them to trust me, 

I get to build relationships,  

I get to take my time and help them understand things, 

I can help families with what they need – from access to services, to charities and 

attending meetings. 

 

The thing is, you have to take the time, to develop trust and respect, which helps to 

build relationships with families so we can help them the best we can. 

One family were surprised at the NHS – the medicines you get, the community 

nurses, hospital care and support – and it’s all free! They feel very privileged 

because it’s not something they’re used to.  

But that family came here wanting to make their son better but they’ve learnt to 

accept it’s something they need to live with and they can make his life comfortable. 

There’s no surprise that it feels like a time bomb ticking for parents who weren’t 

expecting this, finding out there’s nothing you can do to make your child better, you 

never want to wish that on your worst enemy 

 

They have no family here, there’s no one from their own family to help them and 

mum struggles with the cultural expectations that she has to do it all whilst the man 

goes out to work 

That left mum feeling lonely and mentally struggling to see her son the way he is.  

Since then mom has had depression, she said “you know, how can I not have 

depression? I’m the one who's gonna feed him, I'm gonna turn him I'm gonna do 

everything” 

Day by day, day by day I’ve been able to help Mum to build coping strategies 

because I completely understand when she tells me about her struggles. I know 
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about the cultural expectations and pressures, because my family, my culture is 

exactly the same. I think this helps her to open up, to share and to trust and to get 

support. 

Building trust and helping families get the support they need doesn’t happen 

overnight. 

 

Organisations want outcomes, but they want to see results straightaway. 

Our work can take months and years, it takes time and we need to take our time to 

help families.  

We have to remember that we are on a journey with the families we work with, we 

are carrying that around with us, even when we sign off  

Families are so tired, they are completely knackered and haven’t got time for 

themselves.  

We get so attached to them living their life with them, we’ve got so much in our head 
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Appendix 25 – Poem about HCP Clara written by YPAG member  
Just trying to make a difference  

 

His needs are very demanding 

The services don’t line up, they’re all different systems 

Seeing those children sparks something 

Just trying to make a difference 

 

She shares what she needs to share 

Communication is a real barrier with so many different systems  

We do pastoral care, we do family support 

Just trying to make a difference 

 

They have carers every day  

She’s over the moon because she’s able to talk to someone 

We can empower parents, they are not alone 

Just trying to make a difference 

 

Culturally it’s her background,  her language 

Families from Pakistan and Bangladesh, the African continent, China and Europe  

Its madness when there’s no means to communicate  

Just trying to make a difference  

 

We made waves in the pandemic 

So, people don’t feel isolated, they don’t know what they are entitled to  

The future should hopefully be better 

Just trying to make a difference 
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Appendix 26 – Poem about HCP Holly written by Marie Clancy  
Sit alongside, sit beside 

 

My career started in oncology and I absolutely loved it 

But at times the lack of autonomy was like having my wings clipped  

It all became so protocol led, procedure led and task orientated – prescription care  

After much hard work I advanced in my career and took on a senior role in palliative 

care, here I am teaching, guiding, learning, still learning. You learn so much from 

these beautiful families  

Now I get to work alongside so many health care professionals and families, end of 

life care can be so beautiful and so humbling 

Sohail was a very loved boy. His family wanted to protect him from the reality of the 

truth, that he wouldn’t live much longer. We are the advocates, nurses have the 

families trust and it’s important to share stories like this and to respect them.  

Sohail had a right to know the truth but his family shouldn’t have been pushed to 

make those decisions before they were ready. They needed a listening ear, good 

nursing intuition, eye contact and to be heard, to be safe.  

I had to invest myself in them, no one wants superficial care. Relationships have to 

be built by spending that time, sitting down and listening. But it takes courage, its 

sometimes awkward. I have to get over my own discomfort and keep having little 

conversations, each day to build relationship, to build trust.  

We should never take it upon ourselves to be disrespectful, to assume,  

every family is an individual.  

By forcing Sohail’s family to face the truth of death so brutally they destroyed the 

dignity of that family, they stripped them bare. Sohail didn’t need to see the images 

of a grave and coffins. The nurse, she was callous. And his poor family their horrible 

memories of that day will remain vivid, never less blurred, less painful. They will 

always remember and so we should too. 

We have to see the bigger picture, to tailor make our care  

But it’s harder, harder to sit with, sit beside and journey with families. It’s much 

quicker to whizz in and out, without asking them, without recognising who they are. 

We can’t always fix it but we can always be kind         
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Appendix 27 – Poem about Family Ahmed written by Parent 
Champion 
 

We Arrived 

(A Refuge for the Refugee) 

 

We arrived carrying 

Our voices and memories, 

Bearing our children and 

Their hopes and dreams. 

 

We arrived voiceless. 

Silenced by language and fear. 

Staring wide eyed into 

Mouths that spoke in confusion. 

 

We arrived into a torrent of words. 

Alien, disorientating, destabilising, yet 

Well-meaning and caring, spoken through smiles. 

And smiles do not require translation. 

 

We arrived with nervous anticipation 

And found care and kindness, 

Acceptance, tolerance, friendship 

We were not refugees now, but names, people. 

 

We arrived carrying a child 

Stripped of the dignity of care and 

Compassion, shocked to a shell by 

The disintegration of society, riven by war. 

 

We arrived and our child was delivered 

Into the embrace of humanity. 
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Doctors and nurses and social workers; 

A language of care and hope and dedication. 

We arrived and found dignity and respect. 

Afforded the welcome of community. 

Afforded our basic human rights 

To live in freedom and safety. 

 

We arrived, torn by distance and conflict, 

Separated by memories and time. 

Leaving behind a family, yet now supplanted 

By a new care-family under English skies. 

 

We arrived and bewilderment and misunderstanding, 

Isolation and detachment, were quietly soothed 

By the words of others, with warmth in their hearts 

And gentle words, gratefully received. 

 

We arrived and the daily struggle was not to 

Survive bullets and shelling, a desperate search 

For medicines and food and a future, 

But to ask for help in a foreign tongue. 

 

We arrived and disability was not invisible, 

But part of an inclusive society, where equality 

And the needs of everyone were met and valued 

Where everyone’s voice was heard. 

 

We arrived and were accepted, cared for 

We arrived and were absorbed into society 

We arrived and were allowed to live again 

We arrived and were able to feel hope 

 

We arrived from a distant country where 
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Bombs and fear echoed in our heads 

We arrived and discovered that although 

We had been forced to flee we had in fact 

 

Arrived home. 
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Appendix 28 – Poem about Family Ahmed written by Parent 
Champion  
The Leaver 

 

How can you leave, 

When the ones you love the most 

Have to stay behind? 

When the world you know has 

Become cruel and unforgiving 

Merciless and unkind. 

And the last thing you 

Wish is to leave 

Your family behind. 

But you face no 

Other choice. 

 

How can you leave, 

When to leave 

Is akin to grief? 

To face uncertainty  

And danger at the 

Mercy of others.  

Shadows that fall 

Across a continent 

That does not  

Want or welcome  

You, just wants  

To move you on, 

Out of sight, forgotten,  

Gone. 

 

How can you leave, 

When death remains in the  
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Eyes of your loved ones as  

Bombs and bullets fly? 

When your children  

Desperately cry, for food 

For pain relief, for their father. 

Where death stalks you 

In the black waters 

And along every mile that  

Punishes sinew and soul. 

Destroying your will to go on. 

But you must. You must, 

Bismillah al rahman al Rahim. 

In the name of God  

The most gracious, the most merciful., 

In God you trust. 

 

How can you leave, 

When the language of hope  

Is spoken in a foreign tongue?  

And confusion compounds  

A sense of aloneness and isolation, 

Where every aspect of life 

In your asylum home 

Is alien and bewildering. 

 

But you know that to leave 

Is to search for hope. 

And a future and a life. 

And security and dignity. 

And human rights and decency. 

And care and community. 

And friendship and humanity. 

And compassion and tolerance. 
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And support and kindness. 

And that every mile 

And day and month 

And year of separation, 

Is worth every painful footstep 

And moment in fear, 

And despair and sadness. 

For the possibility, 

For the opportunity 

Of seeing your family 

Reunited and together, 

And living in peace again. 

 

And when you listen 

The night-silence of a quiet,  

Untroubled English street. 

And when your wife sleeps  

Soundly for the first time in years. 

And when you find love and support 

And care and concern when 

Your children are sick. 

And when your children no longer 

Cry themselves to sleep hungry. 

And when you see your children 

Smile for the first time in years. 

 

How can you leave? 

 

How could you not? 
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Appendix 29 – Poem about Family Khatri written by Parent 
Champion  
 

I Am Here, Lost 

 

I am here, 

Yet I am lost. 

Viewed with suspicion, treated with disdain, 

Detained for hours and hours at the 

Far From Home Office. Is this a refuge 

For the refugee, forced to flee, a woman  

Of dignity and pride, made to feel like a beggar 

In the eyes of those you hoped would help? 

Not begging, only asking for some 

Humanity and understanding, 

Not endless questions demanding answers, 

Words, words, words, yet I am here, lost, unheard. 

Made to feel wrong for seeking safety 

And a life for my son and family in a 

Place where disability is treated 

With humility and dignity. 

I am here, 

Yet I am lost. 

 

I am here, 

Yet I am lost. 

Drowning in an unknown language, 

Disappearing, invisible, ignored. 

The only one who talks to me is my child. 

And he has no voice. 

Though his beautiful eyes implore me, bore into me. 

Yet they burn bright with love and  

It is my comfort, a blanket drawn around me. 
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A cloak of warmth and hope in the 

Chill of a hospital ward. 

Where life is a series of checks and beeps 

And the cleaner that sweeps and mops is the only one 

Who stops and places their hand on my shoulder and 

Brings me a cup of tea, stirred with 3 spoons of humanity. 

No one else takes the time to stop, sit, sip…stay. 

I am here, 

Yet I am lost. 

 

I am here, 

Yet I am lost. 

No money for food. 

No language to ask. 

Not even understanding which way is in or out, 

Entry barred, exit denied, blank stares and people 

Who look through you because they are so busy. 

So, I sit by my child whose smiles are my only 

Nourishment, because still I don’t eat or drink. 

My husband forgets to bring food, or think to take me home,  

Or take my place as the nurses rush past and 

They seldom ask if I am ok. 

Or why I am not eating, 

Or why I am crying. 

Or why I don’t leave. 

They don’t notice that 

I am here, 

Yet I am lost. 

 

I am here, 

Yet I am lost. 

Waiting for someone to find me. 

Someone to rescue me with a hand 
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Outstretched, warm, strong, supportive. 

A hand that pulls me into an embrace of words 

That mean more than anything in the world, 

‘Are you ok?... 

I will help you… 

What do you need?... 

I’ll make you a cup of tea… 

You talk, I’ll listen… 

I’ll try to understand… 

Don’t worry, I’ll do what I can…’ 

And then they say the words, 

I have longed to hear. 

 

‘I am here, 

So, you won’t be lost anymore.’ 
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Appendix 30 – Poem about Family Tessa written by Parent 
Champion 
  

Patience Patients 
 

Check the meds 
Check the sats 
Brisk, efficient,  
Hurry up,  
No time to chat. 
 
No time for questions, 
No time for tea. 
Let me get on and deal 
With you, the patient; 
My time's not for free. 
 
Questions, questions. 
What do you want to know? 
No, I can't explain, 
So, settle down, try to sleep. 
There you go. 
 
Now, do you know 
What happens when you die? 
Is your religion different? 
Perhaps it is, now 
Look, let me explain why 
 
We do things and what 
Happens in our belief. 
Look, here's a cemetery, 
A gravestone, so peaceful 
And we all need to grieve 
 
In our own way. 
I know you have questions too, 
But you'll soon be at peace 
And no longer in pain. 
I'm only thinking of you. 
 
Oh, the family’s here. 
Right time to disappear. 
It's just so difficult to 
Understand them, such poor 
English, so hard to hear 
 
 
 

She’s always in a hurry. 
Always in a rush. 
Checking the charts, 
No time to talk 
And I’m feeling lost. 
 
Telling me to be quiet, 
When I cry out in pain. 
Not to disturb the others, 
Not to upset anyone, 
But she never talks the same 
 
Way to anyone else. 
Only to me, but  
I’m no different. 
We all want to feel  
Happy, hopeful, cancer free. 
 
Now she sits on the bed. 
Pats my hand with a sigh. 
‘So, in your religion’, she asks 
‘What happens after 
Someone has died?’ 
 
I stare in disbelief. 
I sit silent in profound shock, 
When she opens up Google 
And shows pictures of coffins. 
‘In our religion we bury people in a box.’ 
 
Then she carelessly repeats 
What the doctor honestly said. 
‘It’s so sad you are dying 
But you’ll be at peace soon’ 
And my tears start to shed. 
 
I hear my mother, speaking in 
Arabic/English – a question. a plea. 
Asking what is happening, 
Getting upset, distressed 
As the nurse turns away to see 
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And make sense when 
They can't communicate, 
Through tears and histrionics. 
They are always in such 
A pitiful state. 
 
Ah, but here's Mr and Mrs Jones. 
So brave, their beautiful daughter. 
Always a laugh and a smile, 
I'll fetch them some magazines 
And a fresh jug of water. 
 
Check the meds. 
Check the sats. 
Sorry I don't understand you 
And there's really no 
Time to chat. 
 
No time to chat. 

The family with an English accent, 
The family with the little girl. 
She smiles and laughs with her parents 
Brings them water, tea, toast 
And it feels I am no longer in this world. 
 
Because no one seems to care. 
Or looks behind the charts and stats, 
To see the person inside the patient. 
The one who needs the human touch, 
The presence of kindness, a time to 
chat. 
 
Maybe that’s harsh 
Not everyone acts in an officious role 
Because others here are kind, caring 
Sparing time to sit and talk,  
To treat not just my body, but my soul. 
 
 
Which is all I ask. 
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Appendix 31 - A Kenning poem  
including perspectives of nurse (N), refugee (R) and the structural 
assailant (SA)  

 

N comfort maker 

R  safety seeker 

SA hostile and restrictive  

 

N pain reliever 

R difficult communication  

SA media negativity  

 

N  need assessor 

R political victim  

SA uncompassionate 

 

N system juggler  

R persecution fleer  

SA tainted by the few  

 

N influenced by background 

R family first  

SA entitlement focused  

 

N  time limited   

R frequently misunderstood 

SA  unseeing and unknowing 

 

N burdened  

R exhausted and unheard 

SA distanced from reality  

 




